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ABSTRACT

In Canada, lung cancer is one of the most commonly diagnosed cancers and is
responsible for a quarter of all cancer-related deaths. The use of low-dose CT (LDCT) to
detect early-stage lung cancers that are amenable to treatment is a recent health
innovation that can potentially lower mortality due to lung cancer. Screening with LDCT
is currently being piloted as a provincially run program by Cancer Care Ontario. There
are, however, health equity concerns for people living with low income. On one hand,
they are more likely to smoke and have a higher risk of lung cancer. On the other hand,
they are less likely to participate in preventative healthcare such as cancer screening.
Using a theoretical thematic analysis informed by the morphogenetic approach, this study
sought to contextualize the lived experiences of poverty and the choice to participate in
cancer screening for individuals identified at high-risk of developing lung cancer. By
placing lay knowledge of those with lived experiences as the pivot of my analyses, I
demonstrate how living and working conditions shape a trajectory of social disadvantage
over the life course which underpins lifestyle choices such as smoking and an elevated
health risk of developing lung cancer, as well as the need and ability to seek care. Three
themes: pathways of disadvantage, lung cancer risk and early detection, and safe spaces
of care illuminate how ‘choice’ is contextual to the availability of material resources such
as income and housing, and how ‘choice’ is influenced by having access to spaces of care
that are free of judgement and personal bias. My findings have practical implications for
the implementation of a provincially run lung cancer screening program to minimize

inequities in lung cancer through cancer screening.
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CHAPTER 1
Introduction

Medicine, as a social science, as the science of human beings, has the obligation
to point out problems and to attempt their theoretical solution.

— Rudolf Virchow (1821 — 1902)
Cancer is the leading cause of mortality in Canadians. It is estimated that one in
every two Canadians will be diagnosed with cancer over the course of their lifetime, and
one in every four Canadians will die of the disease (Canadian Cancer Society’s Advisory
Committee on Cancer, 2019). Population based averages are an important way to
understand the burden of illness, nonetheless, they offer little insight into the specific
distribution of disease. Recent statistics have shed light on the unequal incidence of lung
cancer in the Canadian population, such that individuals with a lower socioeconomic
status are more likely to be diagnosed with lung cancer (Mitra, 2015). Lung cancer
screening is a promising new way to detect early stage cancers at a time when curative
treatment is most likely to be successful. However, individuals living with a lower
socioeconomic status are also less likely to utilize preventative health care such as cancer
screening. This double burden of disadvantage requires careful explication in order to
understand and adequately respond to the social determinants of lung cancer and the
determinants of access to preventative health care such as lung cancer screening.
My thesis is set in the real-world scenario of lung cancer screening which is
currently being pilot tested as an organized screening program in the province of Ontario.

| begin by describing briefly the cancer care system and the opportunities and challenges



that come with lung cancer screening, particularly if we wish to achieve health equity as a
goal.
1.1 Lung Cancer is a Health System Priority

The cancer care system is of immense value in providing timely treatment and care
to cancer patients, as well as relevant supports and access to services for patients and
their families. Canadians boast a publicly-funded healthcare system, where 70 percent of
healthcare costs are funded through the state by revenue generated through citizen
taxation (Marchildon, 2013). The remaining 30 percent of healthcare costs are funded
through employer-based health insurance plans or are incurred as out-of-pocket expenses
(Marchildon, 2013). In Canada, organized screening programs for cervical, breast and
colorectal cancer exist in all the provinces (Canadian Partnership Against Cancer, 2015).
Significantly, Canadians are spending an increasing amount of their healthcare dollars on
hospital-based cancer treatment. It has been estimated that hospital associated healthcare
costs, primarily for chemotherapy and radiotherapy have gone up from $2.9 billion in
2005, to approximately $7.5 billion in 2012 (de Oliveira et al., 2018). Annually,
Canadians spend an average of $500 million funding innovative cancer-research based
studies (Canadian Cancer Research Alliance, 2017).

Over the years, advances in cancer diagnosis and treatment modalities have meant
that more and more people are surviving cancer. Key to the successful treatment of
cancer and long-term disease-free survival, is the timely diagnosis and treatment of early-
stage tumours. Tumours that are found at a later-stage, or after metastasis to other body

sites have distinctly poorer prognosis. For cancer, adequate and timely access to



healthcare plays a crucial role in the ability to survive cancer (Canadian Cancer Statistics
Advisory Committee, 2018).

One of the persistent challenges to the health care system is the high incidence of
lung cancer across Canada. It is estimated that one in fifteen Canadians will be diagnosed
with lung cancer over their lifetime, making it the most frequently diagnosed cancer
amongst Canadians (Canadian Cancer Society’s Advisory Committee on Cancer, 2019).
Further complicating this issue is the fact that lung cancers are usually detected at an
advanced stage (stage Il or stage IV) when the chances for curative therapy are quite
low. In Canada, lung cancer contributes to a quarter of all cancer-related deaths
(Canadian Cancer Society’s Advisory Committee on Cancer, 2019).

The incidence and mortality rates of lung cancer closely follow patterns in the
smoking epidemic, such that both a rise and fall of smoking consumption precedes the
subsequent rise and fall of lung cancer incidence and mortality by about 20 years
(Canadian Cancer Society’s Advisory Committee on Cancer, 2019; Organisation for
Economic Co-operation Development, 2015). It is for this reason that smoking cessation
programs, as well as innovative methods to detect early stage lung cancer have been
identified as a national priority in the latest Canadian Strategy for Cancer Control, 2019 —
2029 (Canadian Partnership Against Cancer, 2019). In the province of Ontario, pilot
programs to implement lung cancer screening as an organized health service are currently
underway, and aim to detect lung cancers that are asymptomatic and potentially curable,

thereby reducing lung cancer related mortality (Cancer Care Ontario, 2017d).



1.2 Screening for Early Stage Lung Cancers

The World Health Organization defines screening as the “presumptive
identification of unrecognized disease in an apparently healthy, asymptomatic population
by means of tests, examinations or other procedures that can be applied rapidly and easily
to the target population” (World Health Organization, n.d.-b). For a screening program to
be effective it must systematically invite identified individuals to participate in the test,
and up to 70% of the identified population should ideally be screened (World Health
Organization, n.d.-b). Furthermore, an adequate infrastructure to accurately diagnose and
treat the disease must exist so that the program can be monitored and evaluated for
effectiveness and quality purposes (World Health Organization, n.d.-b).

Screening for lung cancer is done using low-dose computed tomography (LDCT).
LDCT creates multiple cross sectional images of the chest using 90% less radiation than
conventional chest CT, and is able to detect small lung nodules that are amenable to less
invasive and more cost-effective treatment (Roberts et al., 2013). Prior to LDCT, chest
X-rays were used to screen for lung cancer. However, in 2011, the National Lung
Screening Trial (NLST) conducted a randomized control trial to compare the use of
LDCT versus chest X-ray to detect early-stage lung cancers (The National Lung
Screening Trial Research Team, 2011). In the trial, individuals were randomized to be
screened once every year for three consecutive years with either LDCT (26,722
individuals), or a single view posteroanterior chest Xray (26,732 individuals). Data
reported after seven years of follow up demonstrated that screening with LDCT enabled

detection of more lung cancers, and there were fewer deaths related to lung cancer



compared to screening with an X-ray. Subsequently, screening with LDCT for lung
cancer is considered superior to chest X-ray as a screening method, as it led to a 20%
relative reduction in lung cancer mortality over six years for individuals at high risk for
lung cancer (The National Lung Screening Trial Research Team, 2011). In the NLST
trial, high-risk individuals were categorized as being between the ages of 55 and 74 years,
with a 30-pack year history of smoking (pack year is equal to the number
of packs of cigarettes smoked per day multiplied by the number of years the person
has smoked). The NLST also qualified individuals as high risk if they had quit smoking
within the last fifteen years (The National Lung Screening Trial Research Team, 2011).
Individuals with a previous history of lung cancer, or symptoms of hemoptysis and
weight loss were excluded from the study (The National Lung Screening Trial Research
Team, 2011).

Since the results of the NLST it has become a national health system priority in
Canada to both plan and implement lung cancer screening for individuals at a high risk of
developing lung cancer. In the province of Ontario this mandate is currently undergoing
pilot testing by Cancer Care Ontario (Cancer Care Ontario, 2017d), the provincial advisor
to the government that oversees planning and funding of cancer services across the
region. The purpose of pilot testing lung cancer screening in Ontario is to identify and
modify successful implementation strategies, and to ensure the successful rollout of an
organized, publicly funded, provincial lung cancer screening program (Cancer Care

Ontario, 2017d). The pilot is currently ongoing at four locations across the region: The



Ottawa Hospital, Health Sciences North in Sudbury, Lakeridge Health in Oshawa and at
University Health Network in Toronto.

In Ontario, a patient (defined as a person between the age of 55 and 74 years, who
has smoked daily for at least 20 years) can be referred for a LDCT via their primary care
physician, or they can self-present to any of the pilot sites. At this point a patient
navigator conducts a risk assessment using the Tammemagi Score (Tammemagi et al.,
2013) to determine eligibility for lung cancer screening. The Tammemagi Score is a risk-
prediction model based on categorical variables including age, smoking status, years
smoked and pack year history. Other criteria include height, weight, educational levels,
history of chronic obstructive pulmonary disease (COPD) and a family history of lung
cancer (Tammemagi et al., 2013). Since the Tammemagi score is built on a risk
prediction model that includes multiple known risk factors for lung cancer it has been
shown to demonstrate higher specificity and greater positive predictive value than the
NLST selection criteria (Tammemadgi et al., 2013). Patients are considered eligible for
screening if their calculated risk score is >2% in the next six years (Tammemaégi et al.,
2017).

Patients who are booked for a LDCT scan are informed of the benefits (possibility
to cure an early-stage lung cancer) versus harms (radiation exposure, risk of false positive
results, and possibility of over diagnosing nodules that may never become cancerous) of
the procedure (Bach et al., 2012). Patients are also automatically enrolled into a smoking
cessation program as part of the screening process. Screening occurs once every year for

three consecutive years based on current guidelines by the Canadian Task Force on



Preventative Health Care (Canadian Task Force on Preventive Health Care, n.d.). Any
nodules which are discovered during screening are scored using the LUNG-RADS™
classification system (Pinsky et al., 2015) and are managed according to clinical
oncology practice guidelines.

1.3 Challenges to the Implementation of Lung Cancer Screening

The implementation of an organized lung cancer screening program ensures that
appropriate processes are in place to screen high-risk individuals within the parameters of
a standardized and quality controlled health service (Cancer Care Ontario, 2017d). Whilst
screening with LDCT is considered a health system priority, there are however several
impediments to its wide-spread use. For starters, primary care physicians who act as
gatekeepers to cancer screening can have mixed views on the potential benefits versus
harms of LDCT (Lewis et al., 2015; Simmons et al., 2017). Physicians also report a lack
of knowledge and/or consensus on clinical referral guidelines (Kanodra et al., 2016). This
is further complicated by difficulties in engaging with high-risk populations for lung
cancer screening, a cohort which is typically comprised of smokers, or ex-smokers from
socially disadvantaged population groups (Quaife et al., 2017).

Whilst barriers and facilitators to enrolment in lung cancer screening with LDCT
are currently being explored in the Canadian context, studies from the UK and USA have
demonstrated both practical and emotional barriers to participation (Ali et al., 2015;
Carter-Harris, Brandzel, Roth, et al., 2017). Not surprisingly, individuals from lower
income groups are almost twice as likely to refrain from lung cancer screening despite

qualifying as high-risk (Ali et al., 2015). In addition, marginalized populations, women,



current smokers, and those who are older, or have multiple co-morbidities are also less
likely to participate in lung cancer screening (Ali et al., 2015).

Inequities in the utilization of provincial screening services for breast, cervical
and colorectal cancer currently exist in Ontario despite the publicly-funded nature of the
tests (Cancer Care Ontario, 2016b). These differences are widest for socially
disadvantaged groups, with the greatest inequities in screening practices remaining
stubbornly entrenched based on differences in income, education and immigrant status
(Cancer Care Ontario, 2016b). Given that these findings are persistent for all current
cancer screening services (breast, cervix and colon cancer), it is highly likely that the
social patterning of lung cancer screening utilization will follow a similar trend.

Differences in the utilization patterns of preventative health services has partly
been due to the inability of screening interventions to successfully engage participants
from socially disadvantaged groups (Canadian Partnership Against Cancer, 2014). It is
also important to note that according to the “inverse equity hypothesis” (Victora,
Vaughan, Barros, Silva, & Tomasi, 2000) population-based health interventions are more
rapidly adopted by the wealthy, a term described as “top inequality” (Victora, Fenn,
Bryce, & Kirkwood, 2005). This is in contrast to “bottom inequality” which refers to the
lag in adoption experienced by the poorest when the intervention has reached high
coverage across the remainder of the population (Victora et al., 2005). It is imperative
therefore, that health interventions recognize patterns of health inequality and adapt

policies and processes to mitigate these effects (Victora et al., 2018) to prevent a



widening of the health equity gap between socially advantaged and disadvantaged
population groups (Sayani, 2018).

It is important that socially disadvantaged populations are less likely to participate
in lung cancer screening; however, it is also critical to note that social class plays a
profound role in lung cancer risk and mortality independent of any screening
interventions. Indeed, a recent study in Canada demonstrated a clear socioeconomic
gradient in lung cancer incidence (Mitra, 2015), with higher rates of lung cancer
histological subtypes typically associated with smoking found in those with lower levels
of education, less income and lower occupational class. These findings are not unique to
Canada, but rather part of a global phenomenon and similar results have been reported in
studies in Europe (Mackenbach et al., 2004), the UK (Hart et al., 2001a), Australia (Yu et
al., 2017) and the USA (Wen et al., 2015). Socially disadvantaged populations therefore
face somewhat of a double jeopardy when it comes to lung cancer. First, they face a
higher risk of lung cancer, and on top of that structural barriers make the health system
inaccessible (Gilson et al., 2007) for preventative use by neglecting their priorities and
needs.

Studies using quantitative survey tools (Quaife et al., 2017), semi-structured
interviews (Carter-Harris et al., 2017), and mixed methods (Ali et al., 2015) document
that high-risk cohorts who decline lung cancer screening are more likely to be actively
smoking, report personal blame or stigma, perceive lower benefit from undertaking the
test, or have fatalistic beliefs about their own well-being. Current recommendations to

target this group therefore are aimed at enhancing invitation strategies (Quaife et al.,
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2017), developing interventions to support decision-making and decreasing knowledge
conflicts about screening between physicians and patients (Carter-Harris, Brandzel, Roth,
et al., 2017). A knowledge gap that currently exists in this context however, is an
understanding of the lived experiences of individuals who are socially disadvantaged and
the factors that influence their choice to access preventative health services, such as
screening for lung cancer with LDCT.

1.4 Problem Statement

Despite a publicly funded health system in Canada, participation in population-
wide screening programs has not been universal across the population. Differences in
uptake practices are observed based on income, education and immigrant status (Cancer
Care Ontario, 2016a). Individuals who live with degrees of social disadvantage have a
higher risk of cancer, as well as poorer overall survival (Booth et al., 2010; Mackillop et
al., 1997).

For lung cancer, the correlation between the social determinants of health and
lung cancer risk and mortality is a persistent finding across Canada for several decades
(Mitra, 2015). Epidemiological research has illuminated how individuals living with low
income are more likely to be currently smoking (Jarvis & Wardle, 2005), more likely to
have lung cancer (Mitra, 2015), less likely to receive active treatment (Crawford et al.,
2009), and are also more likely to die of lung cancer (Hart et al., 2001a) than those who
are more socially advantaged. What is missing however in current research is a space
where lived experiences of those individuals who are represented by these statistics can

be heard and learned from.



11

To prevent a widening of the health equity gap as a result of differential
utilization of a lung cancer screening intervention, it will be important to understand the
perspectives of those who have the highest incidence of lung cancer and yet least likely to
choose to participate in lung cancer screening. This knowledge will be important to
reorient health services to respond to the needs of patients, and subsequently achieve
health equity as a goal.

1.5 Ways of Knowing

According to Freire (1982) reality is not one objective fact, but rather “includes
the ways in which the people involved with the facts perceive them.” Drawing from a
critical realist paradigm then, knowledge is a socially produced historical construct
(Lincoln & Guba, 1985) and the lived experience of those suffering social disadvantage
can provide a rich and deep understanding of the phenomenon under study (Hall, 1992).
As such, the concept of “knowledge democracy” is grounded in the belief that there are
multiple ways of knowing and determining this knowledge requires placing value on the
lived experience of people’s circumstances (Wallerstein, Duran, Oetzel, & Minkler,
2017).

Freire also describes a “banking” concept of education that is a vertical, one-way
transmission of facts and actions designed to be received passively by a student
receptacle (Freire, 1974). In this concept, the educator is perceived as the beholder of
knowledge, and the student a naive and illiterate object that must acquire the information
and rules imparted on them. This process, argues Freire, is important to the assimilation

of student subjects to an unquestionable status quo, and the maintenance of a static and
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predictable world. Subjects who deny this ‘gift” of education are considered ungrateful
and are marginalized as they fail to integrate into the presupposed classifications of self
and society (Darder, 2018).

Health education, including health promotion practice (Lopes et al., 2017;
Travers, 1997) and medical encounters (Torre et al., 2017), have been likened to the
“banking” concept of education, whereby patients are passive receptacles of medical
advice, and health professionals the knowledgeable educators who impart care and solve
problems. Freire (1974) describes this process as an “anti-dialogue” in which a
“technocratic” (Belkin, 1997) approach is applied to understand problems, break down
the problem into analytical components, and design measurable interventions. According
to Freire, this “problem-solving” stance is based on a vertical relationship between two
poles (the instructor and the instructee) where there is a lack of empathy, and the
foundation of the engagement is acritical, arrogant and breeds mistrust (Freire, 1974).
Inherently, this approach distorts the totality of the human experience, ignores the social
and political forces shaping their life-chances, and tends to reduce their decision-making
to a series of quantifiable and pre-determined events. To put it in Freire’s (1974) words:
“anti-dialogue does not communicate, but rather issues communiqués.”

The opposite, or anti-thesis of “problem-solving” is to “problem-pose” or
“problematize”. Problematizing is active exercise, in which the two poles of the instructor
and instructee are dynamic, fluid and interchangeable (Freire, 1974). Both poles embark
on a mutual search of answers in a horizontal relationship built on empathy and mutual

understanding. The foundation of this relationship is a two-way rapport which is humble,
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hopeful, and eventually critical (Freire, 1974). The purpose of such an activity is to
restore the humanistic value back to individuals through a recognition that they
themselves are the experts of their lives, and that their life-chances are shaped by
sociopolitical forces that can be unveiled, understood and subsequently challenged.
1.6 Purpose Statement and Research Questions

The purpose of this qualitative study was to problematize the choice to participate
in lung cancer screening with individuals who had lived experiences of poverty and an
elevated risk of lung cancer through a process of dialogue and reflective praxis (Freire,
1970, p. 126). | conducted a theoretical thematic analysis (Braun & Clarke, 2006) of data
collected through: (i) semi-structured interviews with individuals who participated in
lung cancer screening (n=8) and individuals who declined to participate in lung cancer
screening (n=10); (ii) health equity surveys; (iii) field notes, and (iv) my reflective
journal in order to respond to the following question (s):
1.6.1 Central question:

What are the perspectives of individuals living with low income regarding lung
cancer screening and the choice to access screening or not?
1.6.2 Sub questions:

1. How do the participants’ lived experiences of poverty influence their choice to

seek preventative healthcare?
2. How do positions of social disadvantage affect the perceived need and ability
to access lung cancer screening?

3. What challenges do participants face as they seek care?
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4. What differences in perspective exist between participants who decide to
undergo lung cancer screening versus those that do not?
1.7 Structure of Dissertation

In the first chapter of my thesis | introduce the significance of lung cancer as an
illness that impacts a large proportion of the Canadian population. I discuss the promise
of lung cancer screening as a recent health innovation that can detect lung cancers at an
early stage when the potential for cure is the highest. 1 advance this discussion by
illuminating the two health equity concerns of lung cancer screening as a publicly funded
program. The first concern is the inequitable distribution of lung cancer, such that
socially disadvantaged populations experience higher risk and higher mortality related to
lung cancer. The second concern is the inequitable uptake of preventative health care
such as cancer screening by socially disadvantaged populations. | highlight the lack of
knowledge on choice as an issue that can provide insights on improving health system
services to respond to the needs of patients who are identified as having the highest risk
of lung cancer. This chapter closes with a presentation of my research questions.

Chapter 2 explores in detail the theoretical perspectives which underpin this entire
thesis. Specifically, | discuss theories and definitions of social class, and further this by
describing the link between social class and health inequities. In this chapter | introduce
key terms as they are used throughout the thesis. | use Bartley’s models of health
inequities to understand how social class influences lung cancer risk and mortality. This
discussion is advanced in the context of health promotion, and choice as an act of agency

(individual action) that is contextual to the social universe which encompasses it
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(structure). This chapter concludes by proposing Margaret Archer’s (1982) critical realist
theory, called the morphogenetic approach as a superior way to theorize the notion of
‘choice’ in health promotion practice.

Chapter 3 unpacks the link between health systems and health equity. On one
hand, health systems are a social determinant health as the availability of universal
healthcare is important in reducing mortality amenable to care. On the other hand,
however, the design and delivery of health services can increase health inequities if care
is not utilized by those who need it the most. This chapter therefore addresses these
questions: (i) Do cancer care related inequities exist in Ontario? (ii) What is the link
between health systems and health inequities? (iii) What are the current health system
approaches to reducing risk, and early detection for cancer in Ontario? (iv) What can
health systems do to reduce health inequities? I bring this chapter to a close by discussing
a governance structure for health systems to act upon health inequities.

In Chapter 4, | describe in detail my methodology and the methods which | used
to respond to my research question (s). Specifically, | discuss my philosophical
orientation as a critical realist and my decision to use theoretical thematic analysis as a
methodology. | describe in detail the methods | took to collect my data, and | provide a
step-by-step insight into my reflections and subsequent actions (called praxis) that shaped
my research process. Through this journey | explain how | reached the participants,
conducted an ethical study, and made decisions that impacted my research findings.

Chapter 5 is a presentation of my analytical process and study findings. The

purpose of this chapter is to explicate the research participants lived experiences of
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poverty, and the impact of poverty on their choice to screen for lung cancer screening
using LDCT. In this chapter I describe how I used Braun and Clarke’s (2006) approach to
thematic analysis to chronologically develop thematic maps. | describe how I coded my
data to identify the three main themes which are the findings of my study: Pathways of
disadvantage, lung cancer risk and early detection, and safe spaces of care.

In Chapter 6 | discuss the findings of my study. I correlate how my findings fit
into what is currently known in the literature, and I describe how my analysis is uniquely
positioned to offer an important way of thinking about and tackling health inequities in a
real-world scenario such as lung cancer screening. Importantly, in this chapter I discuss
theoretical perspectives, and | use my study as an example of the superiority of the
morphogenetic approach in theorizing the concept of choice in health promotion practice.
The chapter ends by discussing how my thesis contributes to both practical and
theoretical knowledge on health inequities and health promotion practice.

My final chapter draws on the knowledge produced in this thesis to illuminate
challenges and opportunities for lung cancer screening as a public health program.
Specifically, | highlight strategies that can be deployed in the context of an organized
screening program to prevent a widening of the health equity gap that currently exists
between lung cancer patients based on social class. | conclude this chapter, and my thesis
by discussing the way forward for policy and practice, specifically in the context of lung

cancer screening as a provincially organized screening program.
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CHAPTER 2

Theoretical Perspectives

Nothing so practical as a good theory.
— Kurt Lewin, 1951
2.1 Introduction

Lung cancer is the most commonly diagnosed cancer in Canada and is responsible
for a quarter of all cancer related deaths across the country (Canadian Cancer Society’s
Advisory Committee on Cancer, 2019). Importantly, the distribution of lung cancer risk
and mortality is skewed such that individuals living in conditions of social disadvantage,
i.e. a lower social class, are more likely to be smoking (Jarvis & Wardle, 2005), less
likely to participate in preventative healthcare such as lung cancer screening (Ali et al.,
2015), have a greater likelihood of being diagnosed with more advanced stage lung
cancers (Dalton et al., 2015), and suffer a higher incidence of lung cancer related
mortality (Hart et al., 2001a).

Whilst it is evident that conditions of social disadvantage are intricately linked with
lung cancer risk, treatment and survival, the nature of these associations remain invisible
unless they are described and used to predict and explain observed phenomenon. A good
theory therefore can synchronize our observations and can be used to justify acting in a
more effective and informed way.

This chapter lays the theoretical foundations that underpin my thesis. Specifically, |

discuss theoretical perspectives on (i) social class, (ii) health inequities, (iii) structure and
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agency in health promotion, and I conclude with an explanation of the (iv) morphogenetic
approach and propose its applicability as a superior framework to theorize ‘choice’ in
health promotion practice.

This chapter starts with a presentation of some key terms which are germane to a
health equity framework and form the theoretical underpinning of my thesis. This section
is followed by a discussion on theoretical perspectives relevant to lung cancer care.

2.2 Key Terms
2.2.1 Health equity

The term health equity is used to define differences in health and access to health
care amongst individuals who have different levels of underlying social advantage or
disadvantage (Braveman & Gruskin, 2003). The terms health inequality and health
inequity are often used as synonyms in speech and in text without realizing the
fundamental difference between the two (Kawachi et al., 2002). Inequality is a difference
in health outcomes between individuals or groups that can be due to natural biological
variations and/or freely chosen risky health behaviors (Whitehead, 1992) such as sky-
diving (Kawachi et al., 2002). Inequity, on the other hand is when inequalities in health
arise as a result of social inequalities fueled explicitly by social injustice (Kawachi et al.,
2002; Whitehead, 1992). In a similar manner, Hofrichter & Bhatia (2010, p. 19) have
argued against using the term health disparities, as is draws the emphasis away from a
social justice framework and essentially depoliticalizes health differences that are
societally constructed. To be considered as an inequity in health, differences in health

outcomes must meet the following criteria: they must be (i), socially produced (ii)
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systematic, and (iii) unjust, and (iv) avoidable (Braveman & Gruskin, 2003; Braveman,
2006; Whitehead & Dahlgren, 2006).

The choice of words has implications on what we set as a target and the measures
we take to achieve our goal. Throughout my thesis therefore, | have consciously used the
term health inequities specifically to emphasize its underlying social justice framework.
2.2.2 Social determinants of health (SDH)

The SDH are the conditions in which we are born, grow, work and age. These
conditions shape our daily lives and impact our opportunities for health. They are
themselves determined by the social and economic policies of the jurisdictions in which
we live (Commission on the Social Determinants of Health, 2008). Importantly, the
political ideology of the state influences public policies that eventually determine the
quality and distribution of the SDH (Raphael, 2015). These are called the political
determinants of health inequities (Beckfield & Krieger, 2009).

2.2.3 Social location:

Social location is also referred to as social position. The rank an individual
occupies on a hierarchical ladder of power, privilege and prestige is called the social
location. Many elements work in tandem or intersect to influence social location. These
include material and social resources such as wealth and income, gender, age, religious
affiliation, and mental or physical disability (Braveman, 2006).

2.2.4 Social inequity:
Social inequity is a term which is used to describe the unequal distribution of

power, privilege and prestige across a society. Inherently, individuals who occupy
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positions of social advantage by virtue of their personal wealth and credentials are more
able to access resources and services (Woolf & Braveman, 2011) thereby creating further
differentiation between social groups.
2.2.5 Social structural inequality:

Social structural inequality refers to the hierarchical ordering of people based on
their position in society that is determined by their level of power, prestige and privilege.
When social inequality becomes systematically entrenched in a society such that it is
institutionalised into policies and procedures that continue to differentiate between social
groups, it is called social structural inequality or social stratification (Crompton, 2008).
2.3 Social Class

In its simplest form, social class refers to the hierarchical ranking of groups of
people. In terms of health, the availability of resources, or opportunity of choice that are
implied in relation to social ranking results in varying health outcomes between social
classes. Indeed, social observations spanning over a century and more recently, research
conducted over the past four decades demonstrate that lower social classes experience a
wider array of health problems and higher rates of mortality and morbidity than more
privileged social classes. Social inequalities in health are evident for many health
problems and illnesses such as, cardiovascular disease (Lemstra et al., 2015), diabetes
(Dinca-Panaitescu et al., 2012), mental health (Muntaner et al., 2000), oral health

(Gomaa et al., 2017; Raphael, 2018) and cancer (Sayani, 2017, 2018).
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2.3.1 Understanding social class

Simply speaking, a social class is a group of people who occupy a similar rank in
terms of economic (wealth), social (personal networks) or cultural (knowledge) capital
(Crompton, 2008; McCartney et al., 2013; Savage, 2015). From a sociological
perspective, these ranks are understood to be based on the stratification of society in
relation to the economic mode of production. This means that the power or privilege to
control income-generating resources inherently places certain individuals at a higher
rank, or social class, than those who do not have access to these possibilities.

Karl Marx (1818-1883) was the first to categorize society in this way. For Marx,
society is built up of two groups: those who own and control the means of economic
production, called the bourgeoisie; and workers who must sell their labor power to the
bourgeoisie to survive, called the proletariat (Marx & Engels, 1846/2011). Since these
groups are locked in a struggle for material resources such that one group can only
materially benefit at the expense of the other, class conflict leads to the bourgeoisie
dominating and subordinating the proletariat. Subsequently there is exploitation of the
lower social class, the proletariat, by the bourgeoisie, via their control of workers’ labor
efforts.

Max Weber (1864-1920), like Marx, believed in the economic stratification of
society. However, for Weber (1978) social classes were also created by the differential
distribution of prestige and political power, in addition to economic power. Through this
perspective then, social stratification occurs through the ownership of property or assets;

privilege of education and skills; and/or the power to influence and control decision-
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making. Therefore, the life-chances, or realm of choices and opportunities available
between the social classes varies immensely such that higher social classes have a greater
likelihood of securing not only higher income and wealth, but also the political power
and influence to assure themselves a better quality of life and better overall health.

Twenty-first century critiques of Marx and Weber’s perspectives on social class
structure claim that their focus on economic means and assets as a pivotal driver of social
stratification ignores other competing elements of social identity such as ethnicity,
gender, and race (Crompton, 2008). Indeed, contemporary sociologists such as Erik Olin
Wright have pointed out that classifying society into the bourgeoise, proletariat, and petty
bourgeoise (those that control their own means of production but do not control the
labour power of others) is overly simplistic. Wright (2005) has added further categories
of social class to include: (i) managers that oversee the process of production though they
do not own the mode of production; and (ii) the self-employed who may not own the
means of production per se but can control their own labour-power. Others, such as Pierre
Bourdieu, shift the categorization of social class from that driven by economic production
to one that is based in broader social relations. According to Bourdieu (1973), life
chances depend as much on social and cultural capital as on economic means. Therefore,
emphasis is simultaneously placed on connections and networks (social capital), as well
as, cultural knowledge and credentials (cultural capital) (Crompton, 2008).
2.3.2 Relevance of social class

At this point it is important to ask two questions: Why does social class matter?

And, why does it increasingly matter? First, not only does social class determine life
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chances and ultimately health outcomes (as | will discuss throughout the rest of this
chapter); but social class also matters because societies that have higher levels of social
stratification (Muntaner et al., 2010) are more likely to have poorer levels of social
cohesion, greater societal distrust and higher incidences of crime (Wilkinson & Pickett,
2010).

And, why is this increasingly important? The past two decades have seen a sharp
polarization of economic assets such that the wealthiest 87 families in Canada now
collectively own 4,448 times more wealth than the average Canadian family (Macdonald,
2018). In addition, the value of this wealth is equivalent to that of twelve million of the
lowest income Canadian families combined (Macdonald, 2018). The rich have the
resources (economic, social and cultural capital) to get richer. But this is at the expense of
other social classes. Approximately fourteen million of the Canadian population are
currently classed as living with low-income (or in poverty using international definitions)
(Government of Canada, 2017). Recent immigrants, Indigenous peoples, the disabled,
and elderly are more likely to fall in this group of low-income people (Government of
Canada, 2017). Shockingly, close to one-in-five children in Canada are also currently
living in poverty (Statistics Canada, 2017).

2.3.3 Measuring social class

It is important to have a means of measuring important variables such as social
class and relevant outcomes such as health status in order to track developments, test
theory, conduct research and design policy interventions. This way, any changes over

time, possible explanations and solutions, or even the success/ failure of programs can be
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tracked, and relevant authorities can be held accountable for their policies and programs.
There are multiple was of measuring social class, each with its own limitations and
applicability:
Occupation

As discussed earlier, social class can be linked to the economic mode of
production, and the subsequent conflict between the proletariat and bourgeoise. Given
that employment rank can reflect a similar phenomenon, many research studies,
particularly those originating from the UK (McCartney et al., 2018) use ‘occupation’ as
an individual indicator of social class. Occupations can be categorized based on level of
individual skill, such as unskilled (social class V), partly skilled (social class 1V), skilled
manual and non-manual (social class I11); intermediate (social class Il1), and professional
(social class 1) (Townsend et al., 1999). Classifications based on skill and rank have an
added advantage of inculcating the concept of social prestige and power hierarchy into
the analysis. As such, contemporary occupation-based class typologies include survey
questions that assess the decision-making authority and supervisory control of employees
(Wright, 2005).
Education

Another way to operationalize social class is to measure ‘education’. Measuring
education is attractive because it is easy to record, stable over time, and has been shown
to correlate well with health outcomes (Krieger et al., 1997). Education can be used as a
continuous measure (where it is recorded as number of years of education), or it can be

used as a categorical measure, such that people can be classed at meaningful timepoints
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such as the completion of high school or university. Focusing on education however can
deflect attention from important aspects of income distribution which involves issues of
power and influence available to those of differing education levels and why such
differences exist (Raphael, 2007).

Income

In practice, many Canadian studies measure social class by estimating individual
income. The analysis of income against health indicators also shows a strong correlation
such that individuals with lower income consistently demonstrate poorer health-related
outcomes (Krieger et al., 1997). Since individual level income data obtained through
survey data is usually incomplete, additional strategies are used to circumvent this
problem, including estimations of income at the neighborhood or regional level (Krieger
et al., 1997). Some measurement techniques gauge personal wealth and prestige through
survey questions that weigh ownership of assets such as a car, garden or home
(Townsend et al., 1999).

Whilst there are many ways in which to operationalize social class into a
measurement it is important to identify which technique is being used, and what
underlying assumptions have been made about the conceptualization of social class as a
phenomenon. It is also equally important to think of ways in which the conceptualization
may fall short. For example, how valid are occupational class stratifications in current
neoliberal market-driven workplaces? This is significant given that de-industrialization
and out-sourcing of service sector jobs have led to a change in the demographic profile of

the traditional employee (Crompton, 2010). In addition, women now constitute nearly
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half of the employed workforce (Crompton, 2010). Would a simple categorization by
occupation suffice, when other elements of race, age and gender may be more important
variables in constructing social class? Similarly, education has been shown to correlate
well with health-outcomes so far (Krieger et al., 1997), but will it continue to hold the
same statistical power in the current era of corporate down-sizing with the precarious
nature of available jobs? Importantly, what aspects of social class are tapped into when
income is measured at the personal level versus household and regional level? This is
also significant, as studies have shown that individuals with relatively higher incomes
living in deprived neighborhoods have health outcomes similar to those who are
impoverished (Diez Roux et al., 2001).

In my study, participants self-reported their income levels in a health equity
survey. In addition, participants were observed to be living in conditions of extreme
social disadvantage, and during their interviews shared experiences of poverty i.e. “living
under conditions of material and social deprivation (that) limits participation in a wide
range of cultural, economic, educational, political, and other societal activities normally
expected in a wealthy developed nation” (Raphael, 2011, p6).

2.4 Social Class and Health Inequities

Sociologists have illuminated the plight of the working classes, and particularly
the poor in terms of their limited access to resources and higher rates of morbidity and
mortality (Engels, 1845/1987; Virchow, 1848/1985) for over a century. The purpose of
this section is to describe the theoretical models proposed by Bartley (2004, 2016) which

elaborate on the links between conditions of social deprivation that lead to health
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inequities. These models are categorised as belonging to one of the following groups and
are discussed below: cultural-behavioural, psychosocial, material, and life-course theories
of health inequities.
2.4.1 Cultural-behavioural model of health inequities

This model posits that differences in health outcomes between social classes are a
result of differences in health-related behaviors. The ‘hard’ version of this theory causally
links these two patterns together, such that poor health habits of lower social classes lead
to worse health (Macintyre, 1997). The ‘soft’ version of this theory, acknowledges that
behavior patterns and health outcomes are linked, but not via simple causation
(Macintyre, 1997). From this perspective, lifestyle choices (diet, exercise, smoking and
alcohol consumption) and other health promoting activities, such as the use of
preventative health services (vaccinations and screening), are class-based. As a result,
conditions of social disadvantage are more likely to be associated with a higher risk of
behaviors that are damaging to health (Scambler, 2012; Scott-Samuel & Smith, 2015).
Since economic, cultural and social stratification produces class differences, it follows
that these processes themselves drive the adverse health behaviors of lower social classes,
yet this reality is usually downplayed. The cultural-behavioral model of health inequities

has been described as individual-level or agency-based (@versveen et al., 2017).
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Sociopolitical forces typically shape social stratification and hence shape
health behaviour patterns

Lifestyle choices and participation in health promoting practices are
different amongst different social classes

Conditions of social disadvantage are more likely to be associated with a
higher risk of health damaging behaviours

Differencesin health outcomes between social classes are a result of
differences in health-related behaviours

Figure 1: Key Assumptions in the Cultural-behavioral Model of Health Inequities.

2.4.2 Psychosocial model of health inequities

Psychosocial explanations of health inequities posit that differences in health
outcomes are based on micro-level responses to social forces, such as social position;
and/or macro-level societal structures, such as social cohesion (World Health
Organization, 2010). Therefore, depending on one’s hierarchical situation on a social
ladder of prestige, power and privilege, chronic feelings of subordination,
marginalization and oppression, can lead to activation of the stress response resulting in a
higher predisposition to disease (Cassel, 1976; Marmot & Wilkinson, 2001; Wilkinson,
1997). Furthermore, higher levels of income inequality are associated with greater levels
of distrust, poor community resources, higher levels of crime, and an overall lack of
social cohesion, resulting in unhealthy living conditions (Wilkinson, 1999b,

1999a;Wilkinson & Pickett, 2006). The psychological explanations of health inequities is



29

strongly anchored to the belief that social inequalities create alterations in the body’s
susceptibility to disease (Cassel, 1976), and that this predisposition drives poorer health

outcomes for the socially disadvantaged.

Sociopolitical forces shape the distribution of power, privilege and
prestige and hence drive social hierarchy

The position one occupies on a ladder of social privilege will determine
the extent of deprivation endured

Chronic feelings of subordination and oppression can lead to an activation
of the stressresponse and a higher predisposition to disease

Social inequalities create alterations in the bodies susceptibility to disease

Figure 2: Key Assumptions in the Psychosocial Model of Health Inequities.

2.4.3 Material model of health inequities

Materialist explanations of health inequities are rooted in the political economy of
health framework, and place emphasis on the “ability to choose’ within the limitations of
one’s choices. As a result, materialists are less concerned with agency, and focus more on
the structural forces that influence agency (@versveen et al., 2017). From this
perspective, micro-level structures, such as individual income directly impact the ability
to avoid risk, prevent injury/illness, and access health resources (World Health

Organization, 2010). And at the macro-level, disinvestment of the government from
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social spending affects the quality and distribution of the social determinants of health
which indirectly affects health outcomes (World Health Organization, 2010).

The social production of diseases has been well recognized for several centuries,
through the works of Friedrich Engels (1820 — 1895), and Rudolph Virchow (1821 —
1902), and contemporary debates around social hierarchy and health inequities are geared
around the typology of the welfare state (Esping-Andersen, 1990). From this theoretical
perspective, neoliberal states (or explicitly an ideology of neoliberalism), which support a
market-driven economy, commodification of public assets, and promote individual
responsibility with minimal state intervention, classically have higher degrees of
socioeconomic inequality, through a lack of public policies which can enhance the social
determinants of health (Coburn, 2000; Coburn, 2004; Muntaner et al., 2011; Navarro,

2007a, 2009; Raphael & Bryant, 2006).

Jurisdictional policies determine the quality and distribution of the social
determinants of health and hence shape health outcomes through
mediating resource-allocation

The social determinants of health, such as income and education are
examples of material resources

Material resources enable individuals to avoid risk, prevent injury/ iliness,
and seek health care

Access to material resources influences ability to choose and benefit from
health resources

Figure 3: Key Assumptions in the Material Model of Health Inequities.
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2.4.4 Life-course model of health inequities

The life-course model illuminates how embodiment or internalization of social
phenomena into the body, is a continuous and dynamic process. As such, past historical
events profoundly influencing exposure to risk, vulnerability to disease, and opportunity
to access timely care (World Health Organization, 2010). The life-course model has been
further categorized into: (i) the “critical periods’ model, in which exposure during certain
sensitive periods of development leave a permanent biological mark on the body; and (ii)
the ‘accumulation of risk’ model, in which the intensity and frequency of exposures to
risk are injurious to health through their cumulative effect rather a single event (Ben-
Shlomo & Kuh, 2002). Other authors (Blane, 2005) have considered the life-course
perspective from a critical sociological lens. These analyses highlight how critical social
transitions (such as moving from education to attaining a job) represent pivotal moments
in upward social mobility, and how a failure to transition leads to clustering and
accumulation of social disadvantage (such as lack of education leading to fewer work

prospects, resulting in lower income that results in poor housing conditions etc.).
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Sociopolitical forces influence risk through-out the life-course, and hence
leave their imprint on the body through the embodiment of risk to
influence health outcomes

Risk exposure during critical periods of development can lead to
permanent biological injury

Risks can accumulate over time such that the cumulative effect of multiple
exposures reflectin poor health

Historical events overan individual’s lifespan determines vulnerability to
disease and health outcomes

Figure 4: Key Assumptions in the Life course Model of Health Inequities.

2.5 Understanding Lung Cancer Risk and Mortality through Bartley’s Models of

Health Inequities

According to recent statistics, approximately 220,400 new cases of cancer are
diagnosed every year in Canada (Canadian Cancer Society’s Advisory Committee on
Cancer, 2019). The average five-year survival for all cancers combined is 63%, and
approximately 82,100 cancer-related deaths occur annually (Canadian Cancer Society’s
Advisory Committee on Cancer, 2019). Whilst these numbers paint an important picture,
they tell us little about who is more likely to get cancer, and indeed, even who is more
likely to die of cancer and under what circumstances.

In Canada, evidence spanning several decades demonstrates that cancer-related

health outcomes are dependent on social class. Those who have higher levels of social

advantage, such as those who have higher levels of income are more likely to survive



33

cancer (Booth et al., 2010; Mackillop et al., 1997; Mitra, 2015). This finding persists
even if tumors are diagnosed at a similar stage (Booth et al., 2010; Mackillop et al.,
1997). Despite all our advances in healthcare, individuals who are socially disadvantaged
are more likely to die of cancer than those who are socially advantaged. Therefore, whilst
access to healthcare is important, a focus on healthcare alone will not be enough to solve
inequalities in cancer risk, mortality and survival.

Solving inequalities in cancer-related health outcomes that are driven primarily by
differences in social circumstance require a deeper conceptualization of how inequities in
cancer care occur. Bartley’s (2004, 2016) models of health inequities are useful in
understanding these considerations and are discussed in more detail below:

2.5.1 Cancer and the cultural-behavioural model

The cultural-behavioral model posits that the distinct health behaviors of different
social groups is a result of their class location. Subsequently, lower social classes are
more likely to have their choice of risky health habits shaped as a result of their class
location rather than personal preference, and therefore they endure worse health
outcomes. Habits most often include reference to lifestyle-based choices, such as diet,
exercise, smoking and alcohol consumption; and can also include participation in health
promotion activities, such as vaccination and screening for cancer.

Cancer care experts, including public health promotion experts place emphasis on
the role of ‘risk’, and the importance of identifying personal risk factors and making
changes to personal lifestyles (Cancer Care Ontario, n.d.-b) to reduce the likelihood of

developing cancer. It is important to quit smoking, drink less alcohol, eat well, and get
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plenty of exercise, however, from a cultural-behavioral perspective these
recommendations are less likely to influence individual behavior change if choices have
been mediated by social class location (Mackenbach, 2012; Scott-Samuel & Smith,
2015).
Cultural behavioral model and lung cancer

In the case of lung cancer, it is important to contextualize risk by understanding
the social context of smoking. Ample evidence now links patterns of smoking
consumption to conditions of social and economic deprivation (Jarvis & Wardle, 2005);
homelessness (Connor et al., 2002); mental illness (Lawn et al., 2002); ethnicity (Kandel
et al.,, 2004); gender (Graham et al., 2006); working (Pickett et al., 2002); and living
conditions (Stead et al., 2001). Specific differences exist for example, in the ethnic
distribution of cigarette consumption such that whites are more likely to start smoking at
a younger age, more likely to progress to daily smoking, and have a higher rate of
consumption (US Dept of Health and Human Services, 1998). Recent data however,
demonstrates that the selective advertising and promotion of tobacco products to ethnic
minorities is reversing this trend (Kandel et al., 2004), and reports suggest that African-
American blacks initiate smoking at a later age, but are more likely to continue to smoke
into adulthood (Kandel et al., 2011).

Gender-based differences in smoking patterns are also apparent. In 2018, thirteen
percent of Canadian females reported smoking on a daily basis compared to eighteen
percent of Canadian males (Statistics Canada, 2019). Females were also less likely to be

smoking on a daily basis compared to men who smoke more frequently (Statistics
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Canada, 2019). Studies illuminate that smoking trajectories are different for women, with
peer relationships (Amos & Bostock, 2007) and educational disadvantage (Graham et al.,
2006) profoundly affecting the initiation of smoking, patterns of daily consumption as
well as the ability to succeed at smoking cessation (Smith et al., 2016). Data also points
to the differences in smoking patterns for Lesbian, Gay, Bisexual, Trans, Two Spirit,
Queer and other sexual and gender minority people (LGBT2SQ+), such that they are
more likely to report nicotine dependence and higher rates of cigarette consumption
beginning from early adolescence (Corliss et al., 2013; Marshal et al., 2009; Newcomb et
al., 2014).

Socioeconomic differences in smoking cessation are also evident from previous
studies, such that smokers from socioeconomically deprived groups are just as likely as
individuals from more advantaged social groups to try to attempt smoking cessation;
however, they are only half as likely to be able to successfully quit (Kotz & West, 2009).
It has been suggested that this is because socially disadvantaged individuals are more
likely to be living and working in close proximity to other smokers creating an
environment that makes it difficult to quit (Wiltshire et al., 2003). Furthermore, smoking
is often used as a coping mechanism to deal with the stressors of daily life (Daykin &
Naidoo, 1995) and financial hardship (Siahpush & Carlin, 2006).

Health promotion practices to reduce risk for lung cancer typically encourage a
modification of risky lifestyle behaviours, and participation in preventative health
services such as screening. For lung cancer, this includes recommendations to participate

in daily physical activity (Emaus & Thune, 2011; Mao et al., 2003), consumption of fresh
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fruits and vegetables (Vieira et al., 2016), abstinence from smoking (Peto et al., 2000)
and participation in lung cancer screening (The National Lung Screening Trial Research
Team, 2011).

At this point it is important to consider the different ways of intervening to
improve population health: on one hand we can try to reach all individuals and coach
them to change their lifestyles and health choices; on the other hand, we can work to
change societal structures so that fewer people live in the dire social circumstances that
shape their poor health habits. Both approaches are inherently different. For one, the
focus is on individuals (midstream of disease management) and for the other, the focus is
on society, politics and the global forces that shape the economic distribution of wealth
(upstream of health determinants) (Turrell et al., 1999a).

2.5.2 Cancer and the psychosocial model

The psychosocial explanation of health inequities posits that differences in health
outcomes between social groups are due to changes in the body’s susceptibility to disease
(Cassel, 1976; McEwen, 1998). For cancer, a chronic activation of the bodies stress
response can lead to a down regulation of the immune system enabling tumor growth
(Woods et al., 2006). Put simply, the immune system is less responsive and allows the
tumor to grow. Indeed, studies have demonstrated that socially disadvantaged cancer
patients have compromised immune systems (Groome, 2008) and more aggressive
tumors that are difficult to treat (Booth et al., 2010).

Recent reports in Canada highlight how currently approximately twelve percent of

the population lives with low income (Government of Canada, 2017). This population
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group is more likely to contain members of ethnic minority groups, Indigenous peoples,
the elderly and the disabled (Government of Canada, 2017). Social polarization of ethnic
minority groups into racial ghettos and economically-deprived enclaves (Smith & Ley,
2008) influences the ability of residents to access recreation and healthcare (Prince et al.,
2012). In addition, discrimination against groups based on their social identity can lead to
higher levels of stress (Harwood & Sparks, 2003). This is often compounded with
feelings of marginalization and deprivation, as well as cultural misgivings of the health
system (Gerend & Pai, 2008). Furthermore, there is evidence of differential and
inappropriate healthcare management of patients based on social class (Woods et al.,
2006).
Psychosocial model and lung cancer

For lung cancer is has been specifically postulated that stress related to job-
insecurity, and difficulty transitioning from one job to another is associated with reduced
immunity and a higher incidence of lung cancer (Jahn et al., 1995). Specifically, studies
have found that higher levels of stress can induce tumorigenesis by triggering cellular
pathways responsible for the development of lung cancer (Al-Wadei et al., 2012; Jang et
al., 2016). Furthermore, stress can lower treatment efficacy by creating cellular resistance
to targeted therapies (Nilsson et al., 2017). The association between psychosocial stress
and lung cancer incidence and mortality is well documented (Chida et al., 2008), and
prevention strategies have ranged from prescribing anti-depressants to lower lung cancer
risk (Toh et al., 2007) to providing psychosocial screening to lung cancer patients as a

strategy to prevent depression (Carlsen et al., 2005).
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Psychosocial therapy implies a focus on individuals, with an emphasis on creating
behavior change or strengthening personal capacity. This is a midstream intervention.
Another type of intervention, such as immunotherapy to enhance the functioning of the
immune system response against the tumor, works at the biological level. These types of
interventions target cellular mechanisms and can be classed as downstream. Another, and
yet often overlooked way of tackling psychosocially mediated health outcomes would be
to consider public policies that can redistribute wealth so that there are fewer low-income
people. This upstream approach would allow more people to have the opportunities to
live and work in conditions that are better for their overall health and well-being.

2.5.3 Cancer and the materialist model

Materialist explanations of health inequalities posit that the availability of
resources at the micro (such as income) or macro (such as social safety net) level create
structural forces that shape individual agency. For cancer, the lack of material resources
directly influences cancer risk (Hiatt & Breen, 2008), results in a poorer quality of life
(Fenn et al., 2014), and leads to a higher rate of cancer-related mortality (Booth et al.,
2010).

How does this occur? In the most simplest of explanations, low income groups
participate less frequently in cancer screening because they lack awareness of such
programs, and have difficulty in arranging transportation or childcare so that they can
utilize the service (Canadian Partnership Against Cancer, 2014). In addition, the lack of a
national program to cover prescription medications implies that each province in Canada

has its own rules and regulations regarding coverage for cancer drugs (Chafe et al.,
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2011). Inherently this implies that some people will struggle to access curative therapy.
The absence of public policies that support good and stable working conditions (Reeder-
Hayes et al., 2015) is also problematic, as cancer patients can struggle to maintain
employment (Bradley et al., 2008) resulting in financial hardship and even loss of
employment-based health insurance (Bradley et al., 2009).
Materialist model and lung cancer

For lung cancer, material disadvantage is closely linked to the social patterning of
tobacco consumption (Poland et al., 2006) as was discussed in an earlier section. In
addition, a lack of awareness of screening possibilities with LDCT (Wang et al., 2019)
and difficulty with transportation such as distance from screening site, lack of public
transportation, and high cost of parking (Ali et al., 2015) have all been cited as reasons
why individuals may choose to refrain from undergoing lung cancer screening. The travel
distance between place of residence and site of treatment has also been documented as a
reason why individuals living in areas of social deprivation may be diagnosed at a later
stage and receive less timely lung cancer care (Crawford et al., 2009). Personal
responsibilities related to caregiving have also been directly reported as a hinderance to
the utilization of LDCT for lung cancer screening (Ali et al., 2015) and this may lead to
missed imaging appointments (Glover et al., 2017). In Ontario, out-of-pocket expenses
that are related to access to cancer care average $500 a month, and include an array of
expenses such as: parking fees, transportation, food, accommodation, prescription drug
coverage, family care, rehabilitation, home nursing and medical devices (Longo &

Bereza, 2011).
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Strategies to mitigate health inequalities that are materially based can focus on
improving access to healthcare and prescription drug coverage. Some of these are geared
at enhancing the ability of people with low resources to reach healthcare institutions and
can include subsidies for parking or reimbursement of travel costs. Programs are also in
place to provide funding for prescription drugs for individuals living with low income
and seniors over the age of 65 years through the Ontario Public Drug Program (Ministry
of Health and Long-Term Care, 2018). Strategies also include providing financial
coverage for anti-cancer therapy, although these are almost always means-tested and
include a percentage of copayment (Cancer Care Ontario, 2017c). Because the target of
these interventions are individuals, this approach is distinctly midstream.

An upstream approach to tackling material-based health inequalities is to improve
the quality and distribution of the social determinants of health so that cancer patients can
have better living and working conditions (Sayani, 2017). To alter the way in which the
social determinants of health are structured however, will require a political commitment
to challenge the organization of global economic forces and neoliberal capitalism
(Bryant, Raphael, Schrecker, & Labonte, 2011; Navarro, 1999; Raphael, 2012).

2.5.4 Cancer and the life course model

Life-course explanations of health inequalities posit that past historical events
leave a permanent imprint on the body and through this process influence risk,
vulnerability to disease, opportunity to access care, and ultimately individual health
outcomes. | have already discussed how certain risk factors for cancer, such as smoking,

and alcohol consumption are heavily social class based. However, individuals from lower
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social classes experience a broad array of lifestyle and environmental exposures that can
increase their likelihood of getting cancer and reduce their chances of recovery. Fruit and
vegetable intake for example, is important in cancer prevention (Su et al., 2010).
However, food insecurity is prevalent amongst the poor, and they are also the least likely
to consume adequate amounts of essential nutrients (Di Noia & Byrd-Bredbenner, 2014).

On a similar note, exposure to air pollutants, toxic wastes and ionizing radiation
are all associated with elevated cancer risk (Kogevinas, 1997). Individuals from lower
social classes have higher degrees of exposure to these environmental toxins because they
are more likely to be living in neighborhoods that contain the sources of such pollution
(Kogevinas, 1997). Occupational exposure to carcinogens are responsible for between
two to eight percent of all cancers (Purdue et al., 2015). Not surprisingly, these cancers
are concentrated in the lower social classes, particularly manual labourers (Ramsay et al.,
2014).
Life course model and lung cancer

Lung cancer is considered to be the leading type of occupational related cancer
(Spyratos et al., 2013) with the highest risk of lung cancer being found in tobacco
workers and male waiters (Pukkala et al., 2009). High risks of occupational lung cancer
related to smoking and asbestos exposure are also found in a variety of manual labor
occupations such as bricklayers, carpenters, painters, miners and operators of heavy
equipment (Bruske-Hohlfeld et al., 2000).

From a life course perspective, lung cancer risk can also be a direct result of an

accumulation of social disadvantage over time. A failure to mobilize upwards in society
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as a direct result of poor childhood circumstances that set the stage for an inadequate
education, and subsequent opportunities for employment and secure income (Raphael,
2011b) have been identified as a pathway of disadvantage, and one that is a key
determinant of cigarette consumption over the life course (Graham et al., 2006) and
subsequently lung cancer risk.

Lifestyle-based interventions focus on modifying risk through influencing
individual health behaviours (a midstream approach). These strategies are now known to
be the least effective in influencing health outcomes (Scott-Samuel & Smith, 2015).
Downstream measures are focused on cellular physiology, and the identification and
treatment of biological pathways that can hinder tumour growth and encourage tumour
regression, and there are several examples of these in lung cancer therapy (Hirsch et al.,
2017). Upstream approaches intervene at the political or economical level and aim to
restructure how patterns of risk and exposure are shaped by social circumstance (Smith,
2015). This can include public policies that reduce exposure to occupational hazards and
social policies that enhance living conditions and life chances. Policies can also focus
further upstream to redistribute wealth and reduce inequities across the social classes.

2.6 The Upstream, Midstream and Downstream of Cancer Risk and Disease
Management
It is now well recognized in public health promotion practice that a focus on
individuals and their personal risk factors is important, but not sufficient to reduce
inequities in health (Carey et al., 2017; Popay et al., 2010b). Emphasis is increasingly

placed on improving the upstream determinants of health, which are the political and
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economic drivers of social inequities that underpin all health inequities (Raphael, 2009).
Models of health promotion and determinants of health therefore categorize interventions
and/or approaches to health inequalities as being distinctly upstream, midstream or
downstream depending on the locus of action (Gehlert et al., 2008; National
Collaborating & Centre for Determinants of Health, 2014; Raphael, 2016; Smith, 2015;
Turrell et al., 1999; Williams, Costa, Odunlami, & Mohammed, 2008).

To facilitate a more nuanced understanding of cancer risk, management and
outcomes, however, these health promotion models need to be adapted to one of disease
management. This will allow us to ask more refined questions, focus on our areas of

expertise, and yet enable us to keep the ‘big picture’ of cancer inequities in mind (see

Figure 5).
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Figure 5: The Upstream, Midstream, Downstream of Disease Management for
Inequalities In Health.



44

For cancer, it is important to understand the downstream cellular mechanisms and
pathways that trigger cancer growth and enable metastasis. These discoveries have led to
vast leaps in tumor therapy such that many cancers now have a good prognosis. However,
if we consider inequalities in cancer outcomes, some downstream questions remain
unanswered. We are aware of physiological and biological predispositions to disease in
the lower social classes. Yet how do these influence cancer occurrence and severity? Are
therapies equally effective across all social classes? Why is it that tumors at a similar
stage can have distinctly poorer outcomes in the socially deprived? Is this mediated at the
cellular level, and if so, then is there a supplemental therapy that can be devised? Whilst
these are all important questions that must be answered, it is equally important that we do
not shy away from the recognition that cellular processes which are a result of social
inequities, require societal reform and that treatment at the cellular level will not be
sufficient to reduce inequities that are based in the unequal distribution of resources at the
societal level.

The risk of lung cancer has been shown to correlate with certain indicators such as
the number of cigarettes smoked, the duration of smoking, passive inhalation of smoke
(Hart et al., 2001b). At the biological level accumulated vulnerabilities over the life-
course (Ben-Shlomo & Kuh, 2002), and environmental and occupational exposures
mitigate cellular immune responses (Hart et al., 2001b), cellular IGF binding proteins and
pulmonary perfusion (Emaus & Thune, 2011; Mao et al., 2003) to moderate risk. To

influence lung cancer risk at the physiological level will require interventions that are
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targeted at modifying cellular processes and pathways. These are classified as
downstream approaches (Turrell et al., 1999b) to manage cancer.

A midstream approach to the management of cancer is focused on the individual.
Typically, these include health promotion practices that encourage a modification of risky
lifestyle behaviors, and participation in preventative health services such as screening and
vaccination. Midstream approaches to reduce cancer inequities typically intervene by
identifying priority populations that need social or welfare support to access therapy, and
avail health services. Whilst these interventions are useful in the short-term, it is
important to realize that this approach is analogous to applying band-aids on the injured.
The band-aid does nothing to prevent the injury and does little to promote recovery. The
implications of a midstream approach to cancer care such as lung cancer screening is
discussed in more detail in the next section.

An upstream approach to managing inequalities in cancer risk and outcomes is
focused on the living and working conditions of citizens and cancer patients. This
approach is cognizant that social stratification creates an unequal allocation of resources,
and as a result, mediates differences in cancer risk, outcomes and mortality. From an
upstream perspective, it is important to improve the quality and distribution of the social
determinants of health. It is through this process that the living and working conditions of
cancer patients can be improved and social inequities in cancer-related health outcomes
can be redressed. An upstream approach also entails that cancer care workers are aware

of global economic forces and neoliberal policies which create social stratification, as



46

these processes influence how successfully care is received by cancer patients and their
families.
2.6.1 Cancer screening as a midstream approach to health promotion

The inverse care law (ICL) states that populations in most need of care are the
least likely to receive it (Hart, 1971). This description concurs with our current
understanding of lung cancer risk, and the utilization of preventative care such as lung
cancer screening. On one hand, socially disadvantaged populations have a higher
incidence of lung cancer and on the other hand, they are least likely to utilize preventative
care such as lung cancer screening. This presents a challenge to health systems that seek
to introduce population-based screening interventions since inequitable uptake of an
intervention across the population reduces its efficacy. This process has been described as
the equity-effectiveness loop, in which an intervention can introduce inequities at
multiple points in the clinical pathway ranging from accessibility to compliance with care
(Tugwell et al., 2006).

Health interventions which are received by the whole population (described as
universalism) are more likely to be successful in implementation and in results, examples
of which include public education, or water fluoridation (Carey & Crammond, 2014;
White et al., 2009). In particular, universal interventions tend to reduce the health divide
between social groups, whereas interventions centered on individual uptake and behavior
change are more likely to increase health inequities (Daniels, 2013; White, Adams, &
Heywood, 2009). This occurs because of what has been described as the ‘inverse equity

hypothesis’ (Victora et al., 2000) according to which affluent social classes are more
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likely to take advantage and benefit from a health intervention than the lower social
classes, thereby improving their health outcomes at a much faster pace and increasing the
health gap between social groups. Incorrect needs assessments of marginalized
communities, along with riskier health-seeking patterns of disadvantaged groups, plus the
overall lack of resources to peruse and maintain treatment, have all been cited as possible
reasons why health interventions increase population-wide health inequities rather than
reduce them (White et al., 2009).

The failure to address what have been described as the “fundamental causes” of
disease (Link & Phelan, 1995; Phelan et al., 2010; Phelan & Link, 2015) imply that
whilst we continue to focus efforts on proximal causes of health inequities, such as
delivering cancer screening services, we ignore the more distal causes, such as underlying
socioeconomic-related public policies that themselves reflect the structures and processes
of our society which create conditions for ill-health to begin with. This results in a cycle
of interventions and disease management that miss the root cause of ill-health and yet
give the impression these issues are being responded to. This is further complicated by a
recent tendency to acknowledge the social distribution of health, but to continue to offer
services that push the responsibility for change down to individuals. This has been
described as the “lifestyle drift” (Carey et al., 2017; Popay et al., 2010b).

In summary, to be effective and equitable, lung cancer screening as a health
intervention must be tailored to the specific context of social disadvantage that is
prevalent amongst those at highest risk of developing lung cancer. In addition,

considerations may need to be given to the redistribution of resources that can improve
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conditions of social disadvantage in order to respond to the needs of patients at risk of
developing lung cancer. This approach to lung cancer screening falls within the realm of
health promotion practice as described in the Ottawa Charter for Health Promotion.

The Ottawa Charter for Health Promotion describes the practice of health
promotion as one which enables people to increase control over and improve their health
whilst recognizing that this cannot occur without some of the fundamental prerequisites
for health including peace, shelter, education, income and food (World Health
Organization, 1986). In addition, the Ottawa Charter for Health Promotion defines the
scale of health promotion practice as one that focuses on achieving health equity through
ensuring opportunities and enabling resources so that people can achieve their health
potential (World Health Organization, 1986). The principal concepts described in the
charter thus underscore the dual association between structure, as defined by the
prerequisites for health; and agency, as defined by the enablement of individuals to make
choices to advance their health (World Health Organization, 1986, 2010, 2016).

2.7 Theorizing Structure and Agency in Health Promotion

In health promotion practice the concept of lifestyle is commonly understood as
habitual behaviors that predispose individuals to risk of disease and illness (Frohlich et
al., 2001), and frequently health promotion programs are geared towards individuals and
their capacity to change (Frohlich et al., 2001). As an example of this, epidemiological
research linking cigarette smoking to lung cancer risk has led to health promotion
campaigns and interventions that encourage individuals to quit smoking. Whilst this may

seem appropriate, it is however inadequate unless the context of cigarette distribution and
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consumption is understood. The concept of “collective lifestyles” specifically urges us to
think beyond individual agency, and to think of agential action as a collection of specific
behaviors that are patterned to map against a specific social context (Frohlich et al.,
2001). The notion of collective lifestyles is readily applicable to the social patterning of
heavy smoking behaviors in socially disadvantaged individuals (Poland et al., 2006).

It is for this reason that public legislation, such as the Smoke-Free Ontario Act
(Smoke-Free Ontario Act, 2014) is more likely to be successful in altering smoking
behavior since it addresses both structure (the possibility to smoke in a public place), and
agency (the choice to remain in a public space and not smoke at the same time) (Hafez et
al., 2019). Midstream health interventions such as screening for cancer rely heavily on
uptake of the program by individuals who are eligible for care. For such programs to be
effective however, individual choice (agency) in relation to life chances (structure) must
be understood and effectively planned for. The theoretical implications of this are that
individual choice (agency) does not occur in a vacuum and therefore an explication of the
societal structures that envelope such agency need to be contextualized if we wish to
avoid increasing health inequities that arise as a result of health interventions (Abel &
Frohlich, 2012; Allebeck, 2008; Frohlich & Potvin, 2009, 2010; Ritten & Gelius, 2011).

This subject has recently been taken up by Abel and Frohlich (2012) who draw on
theories by Weber (1978), Bourdieu (1990) and Sen (1985) to create a new approach to
theorizing structure and agency in health promotion called the “Capitals and Capabilities”
approach. | will proceed to argue below that whilst each of the above theories have

contributed to our understanding of structure and agency in health inequities, Archer’s
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(1982) theory of morphogenesis offers a more superior and coherent framework for
understanding the concept of choice for health promotion research and practice.

The intertwining concept of life conduct within the limitations of one’s choices
was first introduced by Max Weber (1978). Here, Weber describes how choices are
constrained by the material resources and prescribed norms of an individual’s social
existence as discussed earlier in this chapter (see section 2.3.1). Subsequently, individual
behavior or life conduct, can be seen as a reactionary social process secondary to social
structure. Weber’s conceptualization of the structure-agency relationship is considered to
be simplistic and lacking in key dimensions of intersectionality of such as race, gender,
age, disability social class (Cockerham et al., 1997) that are known to underpin health
inequities (Hankivsky & Christoffersen, 2008).

Weber’s (1978) theorizing of social structure was elaborated by Bourdieu’s
concept of habitus (Bourdieu, 1990). According to Bourdieu, the habitus is a set of
dispositions produced by social conditioning that lead to a series of actions (Bourdieu,
1990). From this perspective, agency is predetermined by a subconscious embodiment of
social processes and norms, and facilitated or inhibited by the availability of cultural
capital including material and nonmaterial assets (Bourdieu, 1990). Agency is thus
considered a routinized behavior that dictates action only to subsequently maintain the
social processes that define the habitus itself (Cockerham et al., 1997). Theoretically
then, the concept of habitus is a way of understanding the production and reproduction of
behavior in a sociocultural context but serves little purpose in understanding voluntary

action (Abel & Frohlich, 2012; Cockerham et al., 1997). Due to its overemphasis on
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structure in determining agency Bourdieu’s concept of habitus is limited in its
applicability in understanding health seeking behavior and the enablers of individual
capacity for health (World Health Organization, 1986, 2010).

For Sen (1980) the capacity of individuals to reach their full potential rests on
their ‘functionings’, i.e. the ability to do and be. This he calls the Theory of Capability.
Subsequently the core of Sen’s approach is on agency and is focused on what individuals
are effectively able to achieve (functionings) based on the ability or opportunity to
achieve (capability). The Theory of Capability therefore places agency within the context
of structure, described by Sen as the opportunity to achieve. For Sen, importance is given
not only on the ability to achieve life goals, but also the freedom to be able to choose
from a range of options to advance them (Sen, 1980). Theorizing health promotion
practice from this perspective therefore implies that a range of structural resources are
needed as a foundation for individual agency. Whilst this is an attractive framework to
situate agency within structure, a review of studies that have applied this conceptual
paradigm reveal that author’s differ from each other in many of the underlying
philosophical assumptions about what constitutes capability versus structure versus even
health (Mitchell et al., 2017). To bridge this gap a more complex meso-level theory is
needed that can be applied to real world situations.

In Structuration Theory, Giddens (1986) tackles the concept of structure and
agency by merging them both into a fluid and dynamic concept such that one constitutes
the other. Since Giddens focus is on explaining social relations, he describes structure as

rules and resources that are accomplished by the action of agents, a notion he describes as
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the duality of structure, i.e. structure exists as a result of and through the action of agents
(Giddens, 1986). For Giddens, reality is a metaphysical state that is produced,
reproduced, and modified through language and discourse (Bunton et al., 2003). The
duality of structure is best examined using interpretive, or hermeneutic research methods
so that the meanings that individuals ascribe to their actions which subsequently shape
and maintain society can be understood (Giddens, 1982).

Archer (1982, 2003) provides a critiqgue of Giddens concept of duality of
structure. She argues that collapsing agency and structure into a single category does not
allow for the analysis of each as interconnected yet two distinct variables (Archer, 1982).
Instead, using the philosophical approach of critical realism (Wainwright & Forbes,
2000; Wilson, 1983), which posits that reality is a sociopolitical construct, Archer places
emphasis on both structure and agency and separates them into constructs that can be
analytically separated and contextualized in reference to the societal processes that
encompass them. Archer (1982) calls this theory the morphogenetic approach, and it is
discussed in detail below.

2.7.1 The morphogenetic approach

Coming from a critical realist paradigm Archer (1982) posits that reality exists
beyond the relations between agents and structure, and that some elements of social
structure are inherited or embedded within the context of individual existence and can
subsequently shape how agents respond. Archer thus shifts theorizing from the duality of
structure to a concept of analytical dualism (1982) by (i) making a distinction between

individuals (agents) and societies (structure) such that their relationship can be
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understood as consequential to rather than constitutive of each other, (ii) allowing for the
theorization of individual emergent properties that are not deterministic but rather allow
for understanding of degrees of freedom in individual action, and (iii) enabling separation
of structure and action over time so that temporal spatial relationships can be established.
Archer calls this the morphogenetic approach (1982).

Archer defines morphogenesis as the processes that elaborate or change system
and/or structure (1982). The term “morpho” takes its roots from the word shape, and
“genesis” from the word shaping (1982). To be morphogenetic therefore implies taking
action for change, on the contrary to be morphostatic implies to resist change and
maintain the status quo (1982). The morphogenetic approach is based on two core
assumptions (i) that structure must predate any action which transforms it, and (ii) any
structural elaboration that occurs postdates the action (1982).

Applying the morphogenetic approach to health promotion practice would follow
the core assumptions outlined by Archer which are, (i) that there exist at any given point
in time structural relationships in society, (ii) that these social structures influence social
interaction, (iii) that causal relationships exist between individuals and groups that
influence social interaction and, (iv) that social interaction can influence social structure
(1982). As outlined in Figure 6, each part of the morphogenetic/morphostasis cycle can
be broken down into analytical components to allow for a theorizing of each of the

individual elements in association to each other and over temporospatial patterns.
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Figure 6: The Morphogenetic/ Morphostasis Cycle

Given that the morphogenetic approach allows for the theoretical analysis of both
structure and agency from a critical realist paradigm makes it a superior tool to
understand the role of structure in determining agency, whilst methodologically allowing
for the analysis of structure and agency over time and space. Through a critical realist
lens all findings, whether a statistical correlation between a social and health inequity, or
the lived experience of a social and/or health inequity is incomplete unless it
encompasses an analysis of the “master conceptual scheme” (Raphael, 2006) that
underpins it. Subsequently, realist approaches to health inequities research are explicitly
value laden as they bring to the forefront of their research a social justice and
emancipatory agenda that is critical of the status quo (Wallerstein et al., 2017).

This analytical superiority has led to the use of the morphogenetic approach as the

preferential framework with which to understand agency in higher education (Case, 2015;
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Li, 2016), individual transformation in criminology (Vaughan, 2001) and holds potential
in critically contextualizing the role of structure over agency, as well as the enablers of
health seeking behavior in health promotion practice. In my thesis, the morphogenetic
approach is used as the theoretical underpinnings to contextualize perspectives on choice
for lung cancer screening for individuals living in poverty, and this is discussed further in
my chapter on methodology.
2.8 Chapter Summary

In this chapter | have detailed the theoretical underpinnings of my thesis.
Specifically, I have defined some key terms and explained theories of social class, social
class and health inequities, structure and agency in health promotion, and the
morphogenetic approach. These concepts are subsequently used in the rest of my thesis to
understand perspectives on health seeking behavior such as the choice to screen for lung
cancer in individuals living with low income. In the next chapter | use these concepts to
unpack how health systems currently respond health inequities, and the implications for

cancer screening and early detection in Ontario.
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CHAPTER 3

Literature Review

Knowledge linked to power, not only assumes the authority of ‘the truth’ but has
the power to make itself true. All knowledge, once applied in the real world, has
effects, and in that sense at least, ‘becomes true.’

— Michel Foucault, Discipline and Punish: The Birth of the Prison.
3.1 Introduction

A paradigm is a collection of beliefs and views that are held by an intellectual
community (Kuhn, 1962) and form the conscious and sometimes subconscious
assumptions that characterize how problems are understood, and prospective solutions
offered. These assumptions are often made explicit through ‘frames’ which provide a
linguistic medium with which to bring these ideas to life (Rushton & Williams, 2012).
Framing an issue in a certain way constructs the problem in a manner that resonates with
a certain audience. When multiple frames are present for a given problem, policy
solutions will often be driven by the frame chosen by the policy entrepreneur (Kingdon,
1995) or the dominant ideology of the policy network (Kickert et al., 1997).

This chapter discusses the ways in which health systems currently frame health
equity and the limitations of this paradigmatic approach on reducing health inequities
which are driven by an unequal distribution of the social determinants of health. I use
specific examples of health systems’ responses to cancer risk reduction and early
detection in Ontario to illuminate limitations of this prevailing dominant ideology. |

suggest ways in which new ‘truths’ must be sought by including the lived experiences of
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patients in order to redesign health systems to respond appropriately to the needs of
patients. | begin this chapter by discussing current inequities in cancer care in Ontario.
3.2 Cancer Care Inequities in Ontario

Canadian cancer statistics are alarming. According to recent estimates, one-in-two
Canadians will face a diagnosis of cancer across the span of their life-time; and one-in-
four will die of the disease (Canadian Cancer Society’s Advisory Committee on Cancer,
2019). Demographic changes such as an increase in population size and aging are steadily
driving cancer statistics upwards, with an expected 79% increase in cancer incidence
from 2008 to 2032 (Canadian Cancer Society’s Advisory Committee on Cancer, 2019).
Advances in biomedical technology and interventions have improved the overall five-
year survival to an average of 63% for all cancers combined, and as a result
approximately 2.4% of the Canadian population are currently alive with a diagnosis of
cancer (Canadian Cancer Society’s Advisory Committee on Cancer, 2019; Canadian
Cancer Society’s Advisory Committee on Cancer & Statistics, 2017).

Cancer statistics for the province of Ontario are reflective of pan-Canadian data,
with cancer consuming more lives, more dollars, and more premature years of life lost
than cardiovascular disease, stroke and accidental injuries (Canadian Cancer Society’s
Advisory Committee on Cancer, 2019; Cancer Care Ontario, 2016b). Specific to Ontario
however, is a rapidly expanding population comprised of a growing number of racialized
immigrants and minority groups (Government of Canada, 2010). Population growth,
coupled with an increasing density of people over the age of 65 years has led to a

significant rise in cancer incidence and mortality count such that incidence rates have



58

almost tripled, and cancer-related deaths have nearly doubled over the last 25 years
(Cancer Care Ontario, 2016b). Furthermore, an increased survivorship of cancer patients,
and the emergence of new technologies and treatments for cancer place an exponential
burden on the cancer system (Greenberg, 2005). Subsequently the system faces many
challenges in sustainability and reform (Sullivan, Evans, Angus, Hudson., 2003).

Cancer Care Ontario (CCO) acts as an advisor to the provincial Ministry of Health
and Long-Term Care (MOHLTC) and directly supervises the cancer system for the
province of Ontario (Cancer Care Ontario, 2015a). As a learning health system (Sullivan,
2015), CCO has played a pivotal and innovative role in the transition of cancer services
to suit the needs of the population of Ontario over several decades. Whilst health systems
reforms are almost always compelled to make trade-offs between (i) access to care; (ii)
scope of services; (iii) cost containment; and (iv) quality (Anderson et al., 2006); a recent
report from the Auditor General of Ontario reveals how some cancer patients in Ontario
face inadequate symptom management, lack psychosocial care, and have insufficient
supports to both access and safely use medications at home (Auditor General of Ontario,
2017).

These findings, however, are not entirely new. Income-based inequities in cancer
survival have been observed for over two decades in Ontario, with socially disadvantaged
cancer patients dying both more frequently and more quickly than their rich counterparts
(Booth et al., 2010; Mackillop et al., 1997). For cancer, the lack of material resources
places individuals at an increased risk of cancer (Hiatt & Breen, 2008), poorer quality of

life (Fenn et al., 2014) and higher rate of cancer related mortality (Booth et al., 2010). In
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addition, it is known that elements of social identity, such as gender, immigrant status,
race, and age are associated with poorer cancer outcomes despite a universal health
system (Groome, 2008; Maddison, 2011; Sayani, 2017).

Whilst access to healthcare is a social determinant of health, health systems
themselves can unintentionally widen the gap between socially advantaged and socially
disadvantaged patients (Gilson et al., 2007). This occurs through the provision of care
that is suited to an educated and affluent social class that is quick to seek treatment and
adapt to change (Victora et al., 2000). In addition, marginalized groups may find care
structurally inaccessible (Gilson et al., 2007) hindering their ability to engage with the
health system. Furthermore, the financial burden of illness, whether due to out-of-pocket
payments (Longo & Bereza, 2011), or loss of employment-based incomes and benefits
(Zajacova et al., 2015) can force patients to ration treatment (Sinding, 2010) and push
families into poverty.

Equity in health systems has been defined as: “the fair distribution of resources
needed for health, fair access to the opportunities available, and fairness in the support
offered to people when ill ” (Whitehead & Dahlgren, 2006); and that “ no one should be
disadvantaged from achieving this potential because of their social position or other
socially determined circumstance” (Whitehead & Dahlgren, 2006). Political systems are
key in determining the economic structure that prevails in society, as well as the priorities
for distribution and redistribution of resources (Raphael, 2009). To tackle socially-based
inequities in health then, would require political engagement (Labonte & Schrecker,

2007) and an interrogation of the politics behind the policies (Navarro, 2009).
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3.3 Health Systems and Health Equity

It is well recognized that access to health care services is an important social
determinant of health (Whitehead, 1992), and this fact is corroborated by findings that
universal coverage flattens the socioeconomic gradient in use of services (Deber et al.,
2008). Indeed, for Canadians, the introduction of the Hospital and Diagnostic Act in 1957
saw the greatest reduction in mortality amenable to care (Manga et al., 1987). Whilst
biomedical care has a role to play in the treatment of illnesses, it has become increasingly
recognized that healthcare is not equivalent to population health, and that investments
and reforms in healthcare at best improve access to health services (Deber et al., 2008;
Evans & Stoddart, 1990; Poland, Coburn, Robertson, Eakin, & members of the Critical
Social Science Group, 1998).

The World Health Organization defines a health system as: “all activities whose
primary purpose it is to promote, restore or maintain health” (World Health Organization,
2000). From this perspective, the scope of a health system is expanded to include not
only efficiencies in access to services, but also a prerogative to enhance wellbeing and to
support the return to a good quality of life after an illness. Inherently this requires a more
nuanced understanding of the social determinants of health, and a commitment to tackle,
question, or challenge the socially-based inequities that run beneath the health divide
(Braveman, 2012). The ability of health systems to respond to this call are highly
dependent on their own epistemological orientations towards social structural inequalities

and the interventions or policies required to redress them (Brassolotto et al., 2014).
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At present, health systems are more likely to be focused on acute-care services and
on the management of specific diseases (Fani Marvasti & Stafford, 2012; Starfield et al.,
2005). In addition, policy responses and fiscal reforms are often reactive to patient needs
rather than proactive towards the health of the population (Deber, 2003). This is further
complicated by a fragmented system of care that is categorized into vertical siloes of
disease management and accountability (Kreindler et al., 2012). This design is
unproductive on many accounts, primarily by reinforcing the duplication of efforts, and
by creating a disintegrated care pathway for patients and their families (Armstrong et al.,
2001).

For most health systems, the notion of equity is encompassed by the desire to
deliver equal care for equal need (i.e., horizontal equity). This is true for most health
systems that provide first dollar coverage at the point of access to care, such as the
universal health system in Canada (Marchildon, 2013). What is missing in this
assumption, however, is the idea that needs may be different for different groups of the
population and that unequal needs, require the unequal distribution of resources to
achieve equal outcomes (i.e. vertical equity). The definition of access then becomes
modified to include utilization, such that there is equal utilization for equal need
(Whitehead, 1992). Or, simply put, equity becomes an output variable (people leave the
health system with needs met); rather than in input variable (where people can physically
reach and pay for service) (Lovett-Scott & Prather, 2012, p15).

Health systems can perpetuate health inequities (Bambra et al., 2010; Gilson et al.,

2007; Hanratty, Zhang, & Whitehead, 2007). But, even in universal health systems the
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biomedical orientation of healthcare delivery (Armstrong et al., 2001), and the
commercialization of health services (Mackintosh & Koivusalo, 2005), have dominated
the discourse on health reform (Deber, 2003). There are a variety of reasons for this.

For starters, actors in the health system fail to realize their role in addressing
structurally produced social inequality. By ignoring it all together, or assuming that the
responsibility for social inequalities lie beyond their realm, healthcare workers become
bystanders of social injustice (Baum, Beégin, Houweling, & Taylor, 2009; Labonté,
2010). This is particularly the case when health reforms directly limit the ability of some
population groups to seek care from the system (such as de-insuring certain services or
not including certain services in the basket of care) (Deber et al., 2008). In addition,
complacency during periods of fiscal reform, (such as austerity measures that specifically
shrink the social safety net) indirectly increase the pool of people facing economic
hardship (Raphael & Bryant, 2006). This can severely limit the capacity of individuals to
engage with the health system and benefit from treatment (Poland et al., 1998; Raphael &
Bryant, 2015). (And examples of this include less disposable income to cover out-of-
pocket payments, or by pushing the responsibility of care to the community and home).

Unfortunately, the health system has not been spared by the neoliberal agenda
(Navarro, 2007; Raphael, 2015; Ruckert & Labonté, 2014; Schrecker, Chapman,
Labonté, & De Vogli, 2010) Privatization of services or subcontracting out to private
companies in the guise of efficiency and cost-effectiveness have all proven to be fallacies
of the neoliberal ideology of a laissez-faire economic approach by governments (Navarro,

1999;2007). Furthermore, the focus on efficiency, cost-effectiveness, and pay-for-
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performance all represent a business paradigm (Armstrong et al., 2001) which operates
within a commercialized and highly individualized spectrum for measuring success and
implementing change across a health system (Mackintosh & Koivusalo, 2005). Whilst
these outputs can represent efficiency, they are removed from the life-experiences of the
people who they are meant to serve (Armstrong et al., 2001; Dahlgren & Whitehead,
2007). There is now ample evidence which demonstrates how health is not a ‘usual’
market good, and that free-market rules may not synchronize with the basic values of
health or healthcare (Feldberg & Vipond, 1999).

Margaret Whitehead (2007) describes four categories of policy approaches to tackle
health inequalities: (i) policies that strengthen individuals, such as life-style based
measures; (ii) policies that strengthen communities, such as those that enhance social
solidarity or social cohesion; (iii) policies that improve the living and working conditions
of individuals; and (iv) macrosocial policies that determine the quality and distribution of
the social determinants of health. For health systems, the policy “problem” (Bacchi,
2009) is mostly conceptualized from a biomedical space. As a result, despite an
increasing awareness in the health community about the social and economic drivers of
health inequities, the policy “space” (Baum, Laris, Fisher, Newman, & MacDougall,
2013) is driven by epidemiological measures and evidence-based values, that
subsequently embark on a “lifestyle-drift” whereby the structural origins of social and
health inequalities are ignored (Carey et al., 2017; Popay et al., 2010b).

The organizational culture of positivist (Popay & Williams, 1998) approaches to

health, such as a belief in a single-universal truth that can be measured and quantified, are
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deeply embedded within the way health systems operate (Gilson et al., 2007). This
creates an institutional “stickiness” through processes and protocols that reinforce each
other, and result in institutions that are “change-resistant”, and “locked-in” through a
process of path dependency (Pierson, 2000). This scenario is particularly evident in both
Canadian public policy approaches to health equity (Raphael, 2000), as well as health
Systems’ objectives to provide equitable care (Baum et al., 2013; Nutbeam & Boxall,
2008). For the cancer care system in Ontario, a positivist approach to understanding
health inequities dominates the research agenda, and this is evident in the number of
epidemiological studies which are funded and the acritical discourse on evidence-based
practices (Cancer Care Ontario, 2017a). The result is a narrow, limited and downstream
approach to care that does not take into account the lived experiences of people.

To study individuals based on their risk and disease profile without including the
context of why there are differences in risk-exposure distribution has been described a
“methodological individualism” (Frohlich et al., 2001; Frohlich & Potvin, 2008) and this
is often the first step in tailoring prevention strategies to target individuals and their
capacity to change. This process has been termed “behavioral determinism” (Frohlich et
al., 2001). More recently, rhetorical recognition of the underlying social structures that
produce health inequities, and yet a persistence on pushing responsibility for healthy
behaviors onto individuals has been coined as the “lifestyle drift” (Carey et al., 2017,
Popay et al., 2010a). Each of these processes are causally linked in perpetuating health
system driven inequities as shown in Figure 7. It is therefore of utmost importance that

intentional efforts are taken by researchers, policy makers, academics and decision-
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makers to justify studying and intervening at the individual level without contextualizing

their social context.
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Figure 7: Causal Pathways in Health Systems Design Thinking That Perpetuate
Health Inequities.

What can be done differently? And how can health systems contribute most
effectively towards reducing health inequities? Health systems must begin by reorienting
themselves from a biomedical focus on health to a holistic notion of wellbeing (Baum et
al., 2009; Brown, Harrison, Burns, & Ziglio, 2014). In addition, health systems can
steward intersectoral action (Baum et al., 2009; Brown et al., 2014) to advocate for
change (Farrer et al.,, 2015), encourage a program of comprehensive primary care
(Labonté, 2010; Starfield, Shi, & Macinko, 2005), and gradually shift the discourse on

the source of health inequities further upstream (Brown et al., 2014; Raphael, 2011).
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Inherently, any action that seeks to challenge health inequities, requires a
confrontation with the political systems that structure the social and economic policies
which determine the quality and distribution of the social determinants of health. Labonte
(2010) illuminates five ways in which the health systems can facilitate effective action
towards health inequities: (i) as an educator or watchdog, to monitor and raise awareness
on the social determinants of health and the political determinants of health inequities
(Beckfield & Krieger, 2009); (ii) as a resource broker, to ensure the availability of
sufficient resources to those working on health inequities; (iii) as a community developer,
to support the horizontal development of the community via dedicated staff and
community participation; (iv) as a partnership developer, to engage with multiple
stakeholders to debate and devise relevant policy problems; and (iv) as an advocate or
catalyst, to develop policy options to enhance the determinants of health and present them
to senior government officials. Health systems can follow a similar governance structure
and assume these five roles to advance equity in cancer care (Sayani, 2019), and these are
discussed in more detail later in this chapter.

3.4 Current Health System Approaches to Cancer Risk Reduction in Ontario

Given the exponential rate at which the incidence of cancer continues to rise, it
has become an urgent systems priority to prevent the occurrence of cancer by modifying
risk factors (Sullivan et al., 2003). The ‘modifiable’ risk factors for cancer are considered
to be: smoking, diet, physical activity, obesity, alcohol consumption, occupational and
environmental exposures (Canadian Cancer Society’s Advisory Committee on Cancer &

Statistics, 2017). Together they are considered to cause up to 50 percent of all cancers
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(Anand et al., 2008), and it is widely recognized that action on these risk factors can also
lower the incidence of other chronic illnesses (Cancer Care Ontario & Ontario Agency
for Health Protection and Promotion, 2012).

Investing in strategies to minimize risk through research and policy are high on
the agenda for CCO (Maley & Sherar, 2015; Sullivan et al., 2003), and approximately
one million CAD is spent annually by CCO towards cancer prevention and risk reduction
(Spayne et al., 2015). As provincial advisor to the government, CCO is acutely aware of
its ability to influence public policy (Maley & Sherar, 2015), as well as the interplay of
political actors and policy windows in the eventual success of its recommendations
(Maley & Sherar, 2015; Spayne et al., 2015). From CCQO’s perspective, it is responsible
for the timely creation and review of rigorous scientific evidence, so that it can be
interpreted into an actionable-response and contextualized into a policy debate (Spayne et
al., 2015). To do this, CCO has created a Cancer Prevention System Quality Index to
report on system-level policies and programs that can reduce the risk of cancer in the
population (Cancer Care Ontario, 2016a). This index is comprised of 21 indicators that
are vetted by a panel of experts who agree on the importance, validity, feasibility,
evidence-base, potential for action, scope and sensitivity of the indicators (Cancer Care
Ontario, 2016a), and are used to monitor policy performance across multiple risk factors
over time.

To date, CCO has been influential in supporting the Skin Cancer Prevention Act,
(Skin Cancer Prevention Act, 2014) and the Smoke Free Ontario Act (Smoke-Free

Ontario Act, 2014). Recent efforts towards limiting provincial alcohol sales have been
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less effective despite both abundant evidence and packaging of the knowledge to relevant
stakeholders (Maley & Sherar, 2015; Spayne et al.,, 2015). CCO also partakes in
intersectoral collaborations to develop strategic plans, such as the Taking Action to
prevent chronic disease: recommendations for a healthier Ontario (Cancer Care Ontario
& Ontario Agency for Health Protection and Promotion, 2012), and the Ontario Food
and Nutrition Strategy (Ontario Food and Nutrition Strategy Group, 2017). CCO has also
received funding from the MOHLTC to create an online tool, called “My CancerlQ”
(Cancer Care Ontario, n.d.-b) which allows users to assess their own cancer risk and take
action to protect themselves against cancer (Spayne et al., 2015).

How effective have these strategies been in reducing ‘modifiable’ risk factors?
Statistics point out that smoking across the province has reduced by about four percent
over a span of ten years; alcohol consumption has remained similar; whilst the incidence
of physical inactivity and inadequate diets have gone up (Cancer Care Ontario, 2016a).
Risky lifestyle behaviors such as smoking and alcohol consumption are structured by the
social determinants of health, and as a result they are more common in lower
socioeconomic groups (Marmot & Wilkinson, 2005). In Canada, individuals living in low
income neighborhoods are more likely to smoke, and have a higher incidence of obesity
leading to an inherently higher underlying risk of cancer to begin with (Canadian
Partnership Against Cancer, 2014). Furthermore, smoking is heavily class based, and is
often a coping mechanism in individuals experiencing the burden of care, lack of social

supports, and financial constraints (Daykin & Naidoo, 1995).
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Whilst there is recognition of the social patterning of risky lifestyle behaviors
(Jarvis & Wardle, 2005) by the CCO, shifting discourses (Carlisle, 2001) within the
cancer system enable a rhetorical commitment to tackle health inequities, but a sway
from the political commitment required to create structural change. The result is a
preoccupation with the “low-hanging fruit” (Braveman, 2012) and a subsequent “lifestyle
drift” (Carey et al., 2017; Popay et al., 2010a) that focuses on strengthening the capacity
of individuals to make the right choices (Whitehead, 2007). Health promotion activities
which are strongly geared towards individual behavior have been ineffective in
influencing health risk (Scott-Samuel & Smith, 2015). On the contrary, they have shown
to stigmatize groups, and increase levels of stress and guilt as the ability to change health
behaviors is patterned more by social structures such as class, gender, low income and
social support, rather than individual choice (Daykin & Naidoo, 1995).

For CCO to truly drive a change in the “fundamental causes” (Link & Phelan,
1995) of health inequities, and to create a sustainable wave of cancer risk reduction it
must recognize that policies to tackle health inequities are two-pronged: (i) policies
which improve the living and working conditions of citizens (the social determinants of
health), and (ii) macrosocial policies that alter the social and political forces that shape
social structural inequality (Beckfield & Krieger, 2009; Newman et al., 2015). Unless
CCO is willing to engage in this level of political debate, it may unwittingly increase the
equity gap between socially advantaged and socially disadvantaged citizens by promoting

health education and lifestyle modifications that are more suitable to an upper, educated
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and financially-secure social class (Victora et al., 2000). This is something the CCO must
actively resist.
3.5 Current Health System Approaches to Early Detection in Ontario

Screening for cancer is an important tool to diagnose pre-symptomatic cancers
that are amenable to treatment and thus have the greatest chance of survival (World
Health Organization, n.d.-a). Much like other components of the cancer care system,
screening practices are monitored and tracked via quality performance measures. These
indicators are calibrated via evidence-based guidelines and seek to inform strategies to
improve screening and retention amongst Ontarians, including those that have never
participated in screening (Cancer Care Ontario, 2016b). Recent evaluations continue to
show modest improvements in screening practices across the province, but a persistent
participation gap across the population based on geography and socio-demographic
factors (Cancer Care Ontario, 2016b). These factors are identified in the report as: age,
sex, income quintile, enrolment in a physician-enrolment practice, and sex of the
physician (Cancer Care Ontario, 2016b).

In a report published by the Canadian Partnership Against Cancer (2012),
inequalities in cancer screening rates are observable between low income (61%) versus
higher income groups (77%). In addition, screening rates for recent immigrants are
approximately 30 percent lower than for long-term Canadian residents and citizens
(Canadian Partnership Against Cancer, 2012) Studies have also demonstrated that
individuals, particularly women from lower income groups are less aware of screening

programs, and lack material resources such as transportation or childcare (Douglas,
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Waller, Duffy, & Wardle, 2015), hindering their utilization of public health screening
programs. This is effect is exacerbated by differential access to primary care physicians,
who are gate keepers to cancer screening services (Marchildon, 2013). Approximately ten
percent of Ontarians are not rostered with a health provider (Government of Canada,
2015), and for those who are enrolled with physician enrolment practices, participation
and retention in screening is highly dependent on a good patient-provider relationship
(Underhill & Kiviniemi, 2012).

Strategies to enhance screening-based practices at the CCO can be bucketed under
four categories: (i) augmenting communication via letter and awareness campaigns to
screen-eligible citizens; (ii) boosting the information technology platforms to: support the
implementation of electronic medical records (EMR), capture screening data via
InSceen™, facilitate primary care physicians through Screening Activity Reports
(SAR’s), and deliver online training modules to keep health providers up-to-date with
best practices; (iii) increasing screening capacity by utilizing mobile screening vans, and
enabling registered nurses to conduct screening; and (iv) ensuring compliance with CCO-
set screening protocols by controlling funding envelopes (Cancer Care Ontario, 2016b;
Spayne & Guerriero, 2015; Sullivan et al., 2003).

Whilst many of these reforms are able to standardise screening practices across
the province and ensure that a uniform practice of care is delivered to screen-eligible
citizens, they leave little room for differences, or individual-based care, and the personal
judgement of frontline health care providers. Indeed, deviance from standard operating

procedures, such as extra time taken to enrol marginalized populations are not rewarded,
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and screening patients outside ‘screening windows’ can be penalised by with-holding
reimbursement for the service (Spayne & Guerriero, 2015). The screening system is
highly structured and is best suited for those who can take advantage of universally
accessible services (White et al., 2009). However, needs and utilization differ across the
population (Deber et al., 2008) and these are not adequately contextualised when
planning for the delivery of screening services potentially increasing the health equity
gap between socially advantaged and socially disadvantaged individuals. More effort
should be taken to proactively increase the number of patients enrolled for care under
comprehensive primary care practices (Starfield et al., 2005); provide alternate funding
strategies and incentives for physicians who care for priority populations and support the
delivery of care that is ‘regardful’ rather than ‘regardless’ (Richardson & Williams,
2007a) of patient differences based on their social location.
3.6 Promoting Health Equity through Health Systems

Society is structured in a way that imparts privilege and advantage to some at the
expense of others. Common practices, availability of resources such as time and money,
and the opportunity of choice, have all been defined as “structures of constraint” (Young,
2002). These structures create a matrix of power and prestige that intersect with elements
of social class, race, gender, sexual orientation, and disability and work in tandem to
shape opportunities for risk, care and survival (Hankivsky et al., 2010). If we seek equity
as a goal, then we must first realize that equity in health is built on a foundation of social
equity, and that efforts to provide equitable care must engage and reorient services to

empower citizens and improve their living and working conditions. To improve access to
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care without making provisions for the social circumstances that will enable such an
engagement, is to build a health system on fractured grounds that will inevitably allow
many patients to fall through the cracks.

Labonte (2010) argues that whilst not all health workers would be equipped with
the skills and knowledge to drive a focus on health equity, it would suffice for few
representatives in the health system to lead the initiative. These leaders would occupy one
or several of these roles: (i) Educator/ watchdog; (ii) Resource broker; (iii) Community
developer; (iv) Partnership developer; and (v) and Advocate or catalyst (Labonté, 2010).
3.6.1 Educator or watchdog

An educator or watchdog strives to monitor and follow the influence of the social
and economic determinants of health in the population and works to raise awareness on
the impact of these issues on health outcomes (Labonté, 2010). | prefer to use the term
‘watchdog’ as it infers a state of constant vigilance towards inherent dangers, rather than
an ‘educator’ who may unknowingly become a passive link in a chain of uncritical
knowledge production.

The role of a watchdog in advancing equity in health systems is twofold: first, to
remain attentive to health inequities and the quality and distribution of the social
determinants of health that underpin these inequities; and second, to challenge the
apolitical discourse on health inequities through public, stakeholder and political debate.

For the cancer system in Ontario, this would entail an epistemological shift from
the objectification of equity, and CCO’s current attempts to monitor and evaluate health

equity using numerical data. CCO should be open to alternative means of researching
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evidence and consider the lived experience of cancer patients to be more than simple
anecdotes (Popay & Williams, 1998). A failure to contextualize the evidence that informs
strategy, and to critically interrogate the ‘evidence’ could imply an obsession with
clinical management that can perpetuate health inequities (Learmonth, 2006). In addition,
given CCO’s expanding role across the management of multiple chronic diseases, CCO
has an opportunity to create an alternative narrative on what it means to advance equity in
health. Through this discourse, CCO can create and sustain political action on the social
determinants of health inequities.

3.6.2 Resource broker

A resource broker ensures that continuous funding and personnel are available to
work on the determinants of health, and that once resources are available, that they do not
get redirected to immediate health costs (Labonté, 2010). In addition, they utilize equity-
impact assessment tools to plan for the proportionate allocation of resources based on
need (Labonté, 2010).

Whilst CCO directly enables funding of research, the majority of research projects
are quantitative in nature (Cancer Care Ontario, 2017a), rarely critical of current evidence
and management practices, and have a propensity to engage in “life-style drift”. Current
discourses on equity in CCO are focused on enhancing access-to-care, and as such
resources are defined as a higher volume of staff or technological devices (Sayani, 2017).
Whilst these resources are important for ongoing maintenance of the cancer system, they
cannot replace the need for social structural supports and a strong safety net that enables

cancer patients to benefit from universally accessible care. The location of cancer care is



75

shifting location from hospital delivered care to treatment at-home with the subsequent
de-listing of these services from Medicare. CCO may wish to reconsider how it reinvests
the money saved, and balance reforms that seek to reduce wait times with those that
prioritize community services and universal access to cancer drugs.

3.6.3 Community developer

A community developer works between health and community roles, striving to
enhance the social determinants of health based on local needs and interest (Labonté,
2010).

From a health systems perspective, shared management of cancer patients
between health care providers is important for the on-going sustainability of costs and
burden of care. However, treating and preventing high-burden diseases through programs
tailored by economic efficiency, predefined packages of care, and measured outputs is
characteristic of ‘vertical’ or ‘selective’ Primary Health Care (PHC).

PHC that is ‘comprehensive’ or ‘horizontal’ on the other hand, encompasses a
wide range of services, supports and activities. Based on the core vision of the Alma Ata,
comprehensive PHC is a conduit between communities and health services such that it is
representative of both on either side of the spectrum. In this capacity, PHC is not limited
to the biomedical supportive care of cancer patients. Rather, its role is expanded to the
horizontal development of health systems that is promotive, preventive, rehabilitative and

curative (Labonté, 2010).
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3.6.4 Partnership developer

A partnership developer brings multiple stakeholders from across society together
at the table to engage in intersectoral action towards health equity (Labonté, 2010).

Intersectoral collaborations are of prime importance in tackling health inequities
specifically because many of the problems and solutions lie outside the direct purview of
the health system (Ndumbe-Eyoh & Moffatt, 2013). As a manager of several chronic
ilinesses, CCO is optimally placed to share information across sectors, coordinate
resources across groups and plan an integrated course of action that is beneficial towards
the goal of health equity (Ndumbe-Eyoh & Moffatt, 2013).

Currently, policy actions at CCO direct resources to the most underserved or
marginalized groups by making care more assessible. Such interventions are usually
vertical in design, such that they provide specific interventions to selective groups, an
example of this being the Exceptional Drug Access Programs for low income cancer
patients. Whilst targeting the most disadvantaged can reduce health inequities (Graham,
2004), it runs the risk of completely missing groups of the population whose needs are
incorrectly assessed. Other methods to reduce health inequalities are more universal in
design and seek to uplift the entire population (Mkandawire, 2005; Shankardass et al.,
2012; Solar & Irwin, 2010) or target priority groups within the context of a universal
policy design (called targeting within universalism) (Peterson & Skocpol, 2001).

CCO has a place at the table with multiple stakeholders across the province of
Ontario. It may be beneficial for CCO to begin by understanding the various discourses

that are center piece to the conversation on intersectoral action, and then engage in
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critical self-reflection to identify how it can steward paradigmatic practices further
upstream.
3.6.5 Advocate or catalyst

An advocate or catalyst develops and presents policy options to senior levels of
government, and would require the sensitive drafting of policy briefs that may
uncomfortably challenge the political and economic interests of the elite (Labonté, 2010).

I would prefer the use of the word catalyst over advocate. Advocacy can be
misconstrued as an apolitical exercise, where the focus is on supporting individual
choices, rather than political activism that would alter social policy and enhance life
choices for all citizens. To be a catalyst, however, would be to, stimulate a dynamic
reaction that is accelerated because of certain activities, and most fits the chain reaction
of upstream policy interventions that would be desired from political leaderships across
jurisdictions.

Whilst ample literature exists documenting health inequities, and the role of social
structural inequalities in driving health inequities, much of the policy-work has been
limited to academic debates (Baum, 2008), or political rhetoric that have been described
as fantastical visions and utopian thinking (Scott-Samuel & Smith, 2015). It has been
suggested that the lack of evidence to inform concrete public policies remains a profound
paradigmatic barrier in supporting the translation of findings to action (Lomas & Brown,
2009). In addition, the ‘policy problem’ for social inequities in health is hard to define as

the sources of the social problems and health outcomes cannot be understood by
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numerical data alone but require critical analysis and interpretation (Embrett & Randall,
2014).

The framing of health equity has a key role to play in the policy making process.
Current discourses place importance on a ‘hierarchy’ of evidence, and solutions are
sought from a biomedical paradigm (Popay & Williams, 1998). How can the social
determinants of health and inequities in health outcomes inform the evidence-based
policy making process? The onus is on researchers, catalysts and policymakers.
Researchers must make evidence available in a language that ties with the political
climate to ensure that policy makers are responsive. Catalysts in turn must reframe health
issues as a fundamental public good rather than an individual problem. And policy
makers must move incrementally towards upstream determinants of health for the overall
good of society.

CCO has an important role to play in funding research that is more likely to
demonstrate structurally determined social inequalities and their role in driving inequities
in cancer care and survival. This is not the case at present, where numerical data are used
to build community risk profiles and design biomedically and behaviorally oriented
interventions. In addition, CCO can catalyze a paradigmatic shift, by switching from its
current evidence-based clinical governance model to one that places value on social
justice and accountability for social good through public policy action on the quality and

equitable distribution of the social determinants of health.
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3.7 Chapter Summary

The purpose of this chapter was to unpack the association between health systems
and health equity. Specifically, | discussed the issue of inequities in cancer care in
Ontario and illuminated the limitations of the current health systems response to cancer
risk reduction and early detection. In this chapter I introduced a governance structure that
health systems can assume to tackle health inequities, and I illustrated what such a role
would look like a cancer care system such as CCO. These contexts are important to set as

a foundation for my research study which is now detailed in the rest of this thesis.
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CHAPTER 4
Methodology, Methods, and Praxis

Transformation does not happen by learning new information. It happens when
you change how you view and react to other people, events and things around
you.

— Med Jones

4.1 Methodology

In this section I discuss the philosophical assumptions which form my worldview.
In addition, | elaborate on the knowledge paradigm which | used to conduct a theoretical
thematic analysis.
4.1.1 Philosophical assumptions

Philosophical assumptions are the beliefs that structure the way problems are
conceived and research questions formulated. These assumptions are rooted in the
ontological (nature of reality) and epistemological (what constitutes knowledge and the
ways in which it can be measured) orientation of the researcher. Health inequities
research and theorizing follow positivist, interpretivist, or realist traditions (Popay et al.,
1998; Raphael, 2006; Wainwright & Forbes, 2000). | will discuss each one below and
explain why a realist approach to understanding health inequities is better suited to
comprehend perspectives on choice in health promotion practice.

Positivist approaches to health inequities research (such as a belief in a single
universal truth that can be measured) typically play in the mid-level field of risk factor

epidemiology or social factor epidemiology (Raphael, 2006). Here, downstream risk
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factors such as individual behaviors and lifestyle choices, or even social determinants of
health such as poverty or housing, are seen as linked to individuals health in a
unidimensional (top-down) causal pathway (Popay et al., 1998; Raphael, 2006). Such
approaches have been criticized for failing to contextualize the complexity of the political
and economic systems which influence these determinants (Hankivsky & Christoffersen,
2008; Raphael, 2006) as well as the power of individuals to create change.

Another manner of approaching health inequities research is through an
interpretivist or social constructivist paradigm (Wainwright & Forbes, 2000). From this
perspective health inequities are best understood through an interpretation of the social
world as seen by those with lived experience of the phenomenon (Denzin & Lincoln,
2011; Wainwright & Forbes, 2000; Wilson, 1983). This approach is described by Denzin
and Lincoln (2011) as a “fly on the wall” or naturalistic, since the objective is to generate
a thick description of human meaning and associations within a social context but in a
minimally intrusive way. Research conducted from this philosophical paradigm is an
important way to contextualize health inequities from the perspective of those with lay
knowledge expertise (Popay et al., 1998), However, it has been criticized for being
myopic and unidimensional (bottom-up), and failing to be critical of the circumstances
that have shaped the lived experience (Wainwright & Forbes, 2000).

A third way of researching health inequities has been described as realism
(Wainwright & Forbes, 2000; Wilson, 1983). From this philosophical approach, equal
emphasis is placed on both structure and agency (Wainwright & Forbes, 2000) and

therefore no analysis is complete unless it includes an analysis of sociohistorical context
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that encompasses it. A realist researcher therefore, will deploy a variety of methods,
whether quantitative, qualitative or mixed methods to “uncover” or “unmask” hidden
forces to illuminate the interconnectedness of life choices within the limitations of life
chances that have been created by social, political, and economic forces (Denzin &
Lincoln, 2011). A realist philosophical tradition is thus best suited to both understand and
tackle health inequities.

4.1.2 Paradigmatic orientation

According to Guba and Lincoln (1994) critical theorists work under the
ontological assumptions of a socio-politically created reality, that must be subjectively
explored and interpreted through the use of dialectical methods of inquiry for human
emancipation. This realist paradigm, or intellectual belief (Kuhn, 1950) posits that social
realities have been shaped over the course of time by individuals (Wilson, 1983, p 174),
and that they can be changed for the purposes of social transformation, political action
and equity (Guba & Lincoln, 2005).

Kincheloe and McLaren (1994) describe seven beliefs of a critical theorist: (i)
socially and historically inscribed power relations mediate thoughts; (ii) facts and values
are intertwined; (iii) there is no single objective truth, and the relationship between
concept and object is socially mediated; (iv) dialogue and discourse create subjectivity;
(v) certain social groups hold positions of power and privilege, and this is maintained by
the non-critical and normative assumptions of the suppressed; (vi) there are many faces to
oppression, and (vii) class, race and gender oppression are reproduced by mainstream

research.
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The roots of critical theory originated in the Marxist inspired Frankfurt School,
and the key tenets were detailed by Max Horkheimer in his essay "Traditional and
Critical Theory" (1972). Here, Horkheimer sketches the scope of work of the critical
theorist as one that seeks not to passively explain phenomenon, but rather to interpret
society and illuminate ways to create positive social change; whilst remaining self-critical
about one’s own assumptions and biases (Kellner, 1990). A critical theorist is thus both:
critical of society, and critical of self. But the critical theorist is also action-oriented, in
that the purpose of the critique is to promote social and personal transformation.

4.1.3 Theoretical thematic analysis

As a qualitative research methodology theoretical thematic analysis (TTA) is a
systematic way of organizing data, describing data patterns, and interpreting it from a
specific theoretical lens (Braun & Clarke, 2006). In particular, TTA can be useful in
contextualizing the lived experiences of participants within the broader structure of their
social universe (Braun & Clarke, 2006) and philosophically ties well with its use as a
methodology under critical realism.

A theoretical, or deductive approach to thematic analysis is distinctly different
from an inductive thematic analysis. In a theoretically driven inquiry, the research
questions, interview guides, and coding groups are epistemologically rooted in the
researcher’s theoretical and analytical interest (Braun & Clarke, 2006). Subsequently, the
research exercise conducted in a TTA is an analysis of situation and context as
interpreted and presented through the worldview of the researcher. On the contrary,

inductive thematic analysis is an emergent process in which the data themes are not
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preconceived and the analysis is data-driven rather than context driven (Braun & Clarke,
2006).

Thematic analysis is particularly useful when analyzing perspectives of
participants, particularly if the perspectives are different (Braun & Clarke, 2006; Nowell
et al., 2017). This is because thematic analysis is able to highlight similarities and
differences across a large data set whilst generating unanticipated insights (Braun &
Clarke, 2006; Nowell et al., 2017). Importantly, because thematic analysis allows for the
social contextualization of data it is useful in producing evidence that is relevant to the
development of policy (Braun & Clarke, 2006) and it is for this reason that thematic
analysis is increasingly being used in health services research to illuminate experiences
and perspectives in the real-world setting of patients, providers and policy makers (Braun
& Clarke, 2014).

4.2 Research Objective and Theoretical Lens
4.2.1 Research aim

The aim of this qualitative study was to problematize health seeking choices with
individuals who had lived experiences of poverty and an elevated risk of lung cancer
through a process of dialogue and reflective praxis.

4.2.2 Research question (s)

My TTA study sought to answer the following question: What are the
perspectives of individuals living with low income regarding lung cancer screening and
the choice to access screening or not?

The study sub questions were:
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5. How do the participants’ lived experiences of poverty influence their choice to
seek preventative healthcare?

6. How do positions of social disadvantage affect the perceived need and ability
to access lung cancer screening?

7. What challenges do participants face as they seek care?

8. What differences in perspective between participants are revealed between
participants who decide to undergo lung cancer screening versus those that do
not?

4.2.3 Theoretical underpinning

My TTA stems from the core assumptions of the morphogenetic approach as
outlined by Archer (1982) and discussed in chapter 2. These assumptions are, (i) that
there exist at any given point in time structural relationships in society, (ii) that these
social structures influence social interaction, (iii) that causal relationships exist between
individuals and groups that influence social interaction and, (iv) that social interaction
can influence social structure (1982). As outlined in Chapter 2, Figure 6, each part of the
morphogenetic/morphostasis cycle can be broken down into analytical components to
allow for a theorizing of each of the individual elements in association to each other and
over temporospatial patterns. Subsequently, the core assumptions which underpin this
research study are presented in Figure 8 and are:

1. T1: Social, political, cultural and economic contexts influence current lung

cancer risk;
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2. T2: Socially disadvantaged patients interact with the health system through
various contexts;

3. T3: These interactions condition patients to respond in a certain way;

4. T4: The choice to seek preventative health care is based on these interactions
and can lead to:

a. T4a: Structural reproduction, by negative perspectives towards health
and health seeking choices, subsequently maintaining the status quo
and perpetuation of lung cancer risk; or

b. T4b: Structural elaboration, by positive perspectives towards health
and health seeking choices subsequently transforming behavior and

potentially lowering lung cancer risk.

Structural conditioning

—
Social, political, cultural and "
economic contexts influence Structu ral FepFOdUCUOﬂ
lung cancer risk —

» Negative perspectives towards

| health and health seeking

i choices, maintenance of status

5 o 5 ! quo and perpetuation of risk
Socio-cultural interaction A pep

Interaction of patient with

healthcare system
: ,
Structural elaboration
—

Positive perspectives towards
health and health seeking
choices, transforming
behaviour and lowering risk

Figure 8: Theorizing Choice for Lung Cancer Screening though the Morphogenetic
Approach
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4.3 Methods and Praxis

In this section | elaborate on my research procedure. | describe my research
context and reflect on my own positionality and explain how I collected my research
data. Specifically, in each section | provide a detailed reflection on my research process
and the actions which | took subsequent to this reflection. Freire (1970, p. 126), describes
this combination of reflection and action as praxis. The objective of praxis is to be
reflective about ones position in society in order to take action that will prevent the
perpetuation of further cycles of oppression (Given, 2008).
4.3.1 Study context

In November 2017, Dr. Aisha Lofters, as a clinician-scientist at the MAP - Centre
for Urban Health Solutions, St. Michael’s Hospital, Unity Health Toronto, Canada
received a Knowledge to Action Grant from the Canadian Institutes of Health Research
(CIHR) and Canadian Cancer Society (CCS) to fund a research study related to the
implementation of lung cancer screening for people living with low income (funding
reference ID 705592). In March 2018, | was hired by Dr. Lofters as a level 11l research
coordinator for this study. In my role as the research coordinator, and under the discretion
of Dr. Lofters, | am responsible for the design, delivery and conduct of all research
activities related to this grant. This ongoing research project has several arms including:
(1) Understanding physician perspectives on lung cancer screening for patients living with
low income; (ii) Interviews with key informants to understand challenges to the
implementation of lung cancer screening in people living with low income; (iii) A

scoping study to conceptually map interventions designed to increase uptake of lung
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cancer screening in patients living with low income; and (iv) understanding perspectives
on health seeking behavior for patients living with low income and the choice to screen
for lung cancer.

With the permission of Dr. Lofters, | have framed, designed and carried out the
research presented here in my thesis. Subsequently, my thesis anchors on data collected
from patients at high-risk of developing lung cancer who undergo screening (hence forth
defined as screeners), and patients at high-risk of developing lung cancer who decline to
participate in the test (hence forth defined as non-screeners) in order to understand
perspectives on health seeking behavior for patients living with low income and the
choice to screen for lung cancer.

4.3.2 Positional reflexivity

Guba and Lincoln describe the process of reflecting on oneself as the research
instrument as reflexivity (2005). To be reflexive therefore, is to come to terms with one’s
identity and to question the constitution of self that shapes the research process (Denzin
& Lincoln, 2011, p. 124). According to Corlett and Mavin (2018), “biography, place and
the positioning of self ... shape the research process” and therefore “positional
reflexivity” (Macbeth, 2016) is an important way to situate the researchers’ approach to
analysis and to subsequently follow their trail of knowledge production.

The idea to do this study was conceived as | thought of a dissertation topic for my
PhD degree in Health Policy and Equity studies at York University, Toronto. Having
spent the last four years under the wings of renowned health equity expert, Dr. Dennis

Raphael, | have learned to use my sociological imagination (Mills, 1959) and view health
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and illness as a social phenomenon rather than an individual illness brhoeought about by
a mix of faulty genes, poor lifestyle and on occasion bad luck. For example, whilst there
are some health conditions that can be attributed to the inheritance of specific gene
mutations, such as the BRCA gene mutation for hereditary breast and ovarian cancer; in
essence the ability to be diagnosed, receive adequate care, remain compliant with follow
up, and perhaps eventually survive, are linked not to the inheritance of the BRCA gene
itself, but rather to the social, political and economic structures that influence the ability
and choice to seek care (Sayani, 2018).

I come from an epistemological background rooted in the positivist paradigm. I
spent years delivering biomedically oriented care, and many more years asking
biomedically oriented research questions. For me there was just one truth. That in my
medical textbooks. And healthcare was something that patients sought from me. This was
because | was knowledgeable. | held in those moments the power to influence lives not
only of my patients, but also that of their families as the domino effect of healthcare
financing or social support would inevitably roll onwards to their caregivers.

The day | met Dr. Raphael was the day | underwent a paradigm shift (Kuhn,
1950). As he took me through some critical health studies and introduced me to the social
determinants of health (something they did not teach me at medical school, nor during
my surgical residency, and not even during my Master’s degree in oncology), | knew
right away that through this new lens | would be able to answer some questions that had

troubled me for years.
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I now wear two hats: | know and respect the well intentioned, life-saving, and
profound benefits of healthcare. And at the same time, | am increasingly aware, that
biomedical care needs an infusion of the social sciences if we are to address some of the
biggest challenges of our times such as health inequities.

For lung cancer screening specifically, this implies that | am cognizant of the
promise of lung cancer screening to reduce mortality related to lung cancer. This is an
exciting possibility in people living with low income who have higher lung cancer
incidence and mortality. However, as an academic researcher with a social science
orientation 1 know that the higher risk, incidence, and mortality related to lung cancer in
socially disadvantaged populations has very little to do with their individual choice and
circumstance, but rather, that their life choices (Weber, 1978) are structured by the
opportunities within their realm.

It is with this specific orientation that | have approached my dissertation. | have
come to this inquiry acknowledging that I must begin by unlearning many concepts
including the notion that lung cancer screening, as a preventative health check will hold
any value to research participants. Imposing the idea that screening for lung cancer is
important would be “cultural invasion” (Freire, 1970) on my part. Freire (1970) describes
cultural invasion as a process of anti-dialogue in which the oppressor sets certain
standards and norms which require the oppressed to subjugate their worldview. As a
result, the oppressed are forced into a coerced existence that is neither their choice, nor
reflective of their social and historical origins. Historicity is thus neglected. If | were to

impose anti-dialogue on participants, it would mean that | impose on them the idea that it
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is essential to screen for lung cancer. In this way | would join the status quo in reifying
the importance of preventative care although this may or may not be the least of their
concerns. Furthermore, 1 myself would succumb to the illusion that screening is without
pitfalls and overlook that inherent in every procedure is a risk. And that for individuals
who are socially-deprived this risk: benefit ratio may be based on different parameters of
which | am not aware.

My mantra has been | cannot know. | cannot impose. | cannot imply. | have had
to wipe my slate clean so that 1 am open to the reality of participants who possess the
‘truth’ of the situation as it is relevant to their lives. Thus, through this study my aim was
to understand with participants what influences the ability and/or will seek care that could
potentially be to their benefit. My next step as a critical realist, has been to contextualize
these choices by zooming out into the sociopolitical universe that encompasses the
perspectives of the participants.

| am conscious of the fact that the work | present in my thesis is a sub-study of a
much larger research project that is jointly funded by the CCS and CIHR. The
overarching aim of the project is to explore barriers to lung cancer screening for low
income people in the province of Ontario. The principal investigators for the study are
clinician scientists and epidemiologists, Dr. Aisha Lofters and Dr. Geoffrey Liu. Whilst
this may appear to be an epistemological barrier, my employer and research supervisor,
Dr. Lofters has a deep understanding of the social inequities which underpin cancer
related health inequities in our province. Dr. Lofters has both supported and encouraged

this work.
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Personally, I am motivated to work on this project given Dr. Lofters position as
the Provincial Primary Care Lead for Cancer Screening in Ontario, and the Chair of
Implementation Science at Women’s College Hospital, Toronto. I am also driven by
having the seat at the table with our extended grant committee consisting of multiple
decision-makers across University Health Network, Cancer Care Ontario, the Canadian
Partnership Against Cancer as well as three academic primary health care sites in
downtown Toronto. Furthermore, my own association with the Canadian Partnership
Against Cancer as a member of the Equity Advisory Committee, and my role as a
Medical Advisor for the Canadian Cancer Survivor Network solidifies my belief that my
research will have the ears of those involved in the utilization and implementation of lung
cancer screening with LDCT in the province. | use my seat at the table to challenge the
current discourse in health services research that is primarily driven by a lifestyle-based
approach to health and risk management (Raphael, 2008). As a testament to this, | have
presented work related to my thesis at the Canadian Cancer Research Alliance (CCRA)
Conference and the Pan-Canadian Lung Cancer Screening Network. This axiology, or
way to act based on knowledge produced is typical of a critical theorist who wishes to
change institutional policies and practices (Denzin & Lincoln, 2011, p 111).

4.3.3 Study setting

In Ontario, pilot testing for lung cancer screening is currently ongoing at four

locations across the region: The Ottawa Hospital, Health Sciences North in Sudbury,

Lakeridge Health in Oshawa and at University Health Network in Toronto. Since this
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study was based in downtown Toronto, patients were referred to University Health
Network (UHN) for lung cancer screening.

For the study, referrals to lung cancer screening were initiated from the St.
Michael’s Hospital Academic Family Health Team (SMHAFHT), or the Inner-City
Family Health Team (ICFHT). The SMHAFHT is a family health team operating
primarily from downtown Toronto and serves a wide catchment area of patients that
include those who work primarily white-collar jobs in downtown Toronto but also
includes patients who are living with low income. Approximately 30% of patients who
are enrolled in the SMHAFHT currently live below the Low-Income Cut-Off, and 10%
live in alternate or supportive housing as determined by Statistics Canada (Lofters et al.,
2017). The ICFHT provides primary care to male patients who are or have ever been
homeless in downtown Toronto. Their mandate is to serve people experiencing or at risk
of homelessness.

4.3.4 Recruitment strategy

Recruitment of participants was done via referral through family health clinics
and smoking cessation clinics at SMHAFHT and ICFHT. | used a theoretical sampling
strategy, an approach to identify participants where the question of inquiry is most likely
to be relevant (Denzin & Lincoln, 2011). According to Denzin and Lincoln (2011, p 245)
this approach is justified for the critical theorist who seeks to study a specific situation in
a given context.

The study inclusion criteria were:

1. Age of 55 and 74 years;
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2. Smoked daily for at least 20 years; with

3. No active cancers.

Patients were excluded from the study if they had:
1. Lung cancer,

2. Under surveillance for lung nodules,

w

Hemoptysis of unknown cause,

&

Unexplained weight loss, or a

5. Life-threatening condition.
Patients were offered LDCT by their family doctor or nurse during routine clinical care,
or through the physician or nurse of a smoking cessation program. Patients meeting the
eligibility criteria and observed to be living in conditions of social disadvantage (through
clinical records on social status or by clinical observation) were the target population for
the study; however, individuals were not excluded from participation based on income.
Participants were recruited into the study in the following ways:
Non-Screeners

When patients showed lack of interest or declined to undergo lung cancer
screening with LDCT, they were introduced to the study by their family doctor or nurse
practitioner during routine care.
Screeners

Patients were referred for LDCT at UHN by their health care provider. Upon
receiving the referral the UHN patient navigator called patients to conduct a risk

assessment using the Tammemagi Score (Tammemagi et al., 2013) and to determine
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eligibility for lung cancer screening. Patients were considered eligible for screening if
their calculated risk score was >2% in the next six years (Tammemagi et al., 2017).
Patients were booked for the LDCT. Consent to be contacted for a research interview was
taken on the day of the screening test by the patient navigator at UHN.
Praxis in recruitment

Faugier and Sargeant (1997) describe ‘“hard-to-reach” research populations as
groups that are difficult to access for a variety of reasons such as geographic location or
vulnerability due to stigma and disenfranchisement. Shaghaghi, Bhopal, and Sheikh,
(2011) specifically use the words “floating population” and “socially invisible” to
describe hard-to-reach populations. Individuals living in conditions of economic
deprivation have been identified as hard-to-reach (Shaghaghi et al., 2011). When | started
this research inquiry, | did not fully appreciate the number of structural barriers that stood
between me and the research participants. Some of these barriers were preconceived
notions and assumptions that | had built in my own head over the years. Other barriers
were more concrete, such as institutional practices and public policies that allow the cost
of basic resources to skyrocket in an unchecked manner. It is my objective over the
remainder of my thesis to shed light on some of these barriers as very often they are what
is invisible, and not the populations which we are looking for.

My study recruitment base consisted of three family healthcare teams spread
across downtown Toronto and consisted of over 80 physicians and several nurse
practioners from smoking cessation clinics. During this time, | was actively engaged in

presenting the research study across multiple clinic sites and to different teams.
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Recruitment for the study was open for several months (February to December 2019) and
it was challenging to identify participants. Eventually ten non-screeners and eight
screeners were recruited to the study. Fourteen out of eighteen participants were recruited
by a single member of the health team from the participants’ circle of care. Needless to
say, the work presented here would not have been possible without the involvement and
commitment of this one individual, who I will name Joanne for the purpose of this study.

Using the technique of derived rapport (Ellard-Gray et al., 2015) (in which a
community representative with established relations to the population of interest serves as
a channel to recruit participants) | leveraged on Joanne’s existing relationship with
participants to share information about the study. Given Joanne’s position as a health
provider, and with a patient population consisting almost exclusively of individuals living
with low income, Joanne was optimally placed to identify potential participants. But
further to this, Joanne was personally invested in the outcome of the project as she is
committed to enhancing the health opportunities available to her patients. Joanne shared
with me her office space during the recruitment phase. My presence in a place and space
which participants were familiar with facilitated my immersion into the research site.

All of the non-screeners were recruited in this manner. Given that ICFHT is a
clinic that provides health care to current or previous residents of homeless shelters, it
follows that all of the participants were men who are currently or have ever experienced
homelessness in downtown Toronto. Sampling through a derived rapport method has

been shown to lead to a homogenous participant population (Ellard-Gray et al., 2015).
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However, given that this population is also where the question of inquiry is most likely to
be present, this approach can be theoretically justified (Denzin & Lincoln, 2011).

In total, 20 patients were recruited via the family health and smoking cessation
clinics to undergo lung cancer screening with LDCT. Twelve of these patients were
referred from ICFHT. More than half of these referrals were initiated by Joanne during
her routine clinical encounters with patients. Three patients did not have phone numbers
at which they could be reached for a risk assessment by the UHN patient navigator. For
these three patients, Joanne coordinated the time of the risk assessment phone call with
the UHN patient navigator to match their clinic appointment. Out of the 20 patients who
underwent screening with LDCT, eighteen reported incomes between CAD 0-29,000/-.
Two patients reported incomes between CAD 30,000 to 59,000/-.

Interestingly, only eight of the 20 patients who had been screened could be
contacted to interview for the study. On average, phone calls were made to patients four
to six weeks after the LDCT. This time was required to transfer the patient data from the
UHN screening site back to St. Michael’s hospital in order to make the phone calls.
Patients who could not be reached were called on at least two different occasions. Out of
the 20 patients, five had disconnected phone lines and another five had voicemail. | later
learned that in this patient population, voicemails are a way to avoid paying to receive
phone calls. Of the three patients for whom Joanne had coordinated lung cancer screening
through her personal phone, only one was actively seeking care in the smoking cessation
clinic and could be contacted for an interview. The remaining two were no longer living

in the homeless shelter, and neither did they return to ICFHT for further clinical care. In
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short, twelve out of 20 patients had been lost to follow up and could no longer be
reached. This finding illuminates the challenges of clinical follow up and recall for
annual lung cancer screening in patients living with low income. Attrition rates in hard-
to-reach populations are known to correlate with insufficient access to resources (in this
case, an active phone line) required to participate in research (Ellard-Gray et al., 2015).
Clearly however, this has implications for the design and delivery of a provincial
screening program for which utilization is centered around telephone calls to conduct risk
assessments, book scans, and conduct patient recalls.

In hindsight, I believe that | could have interviewed more participants if | had
made the recruitment phone calls sooner after the LDCT since it is likely that patients’
phone lines might still have been activated. Through this process of recruitment, I
acknowledge the voices which | have unintentionally excluded from further participation
in my study, and the valuable knowledge which could have been learned through their
lived experiences.

4.3.5 Data collection

Multiple data collection techniques were used to understand perspectives on
choice for lung cancer screening in patients at a high risk of developing lung cancer.
Specifically, I collected data through semi-structured interviews, a health equity survey,
field notes, and reflective journaling.

Semi-structured individual interviews
For my study | conducted interviews using interview guides that were developed

using the guiding theoretical lens. Specifically, | used a semi-structured interview style
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with open-ended questions (Creswell, 2013) to facilitate a participant-led dialogue. The
objective of the interview was to understand both “big stories” and “small stories”
(Denzin & Lincoln, 2011,p 424). Big stories are the significant life events that
participants share in the context of their individual experience (Denzin & Lincoln, 2011,
p 424). Small stories, on the other hand, are conditions of daily life and routine activities
which participants may share verbally in the interview, or be observed by the interviewer
(Denzin & Lincoln, 2011,p 425). These small stories are significant because they give us
information about the participant in a specific environment.

| problematized choice with participants through active listening techniques called
paraphrasing and reflecting back. Specifically, | paraphrased by repeating back to
participants parts of their story in my own words, and | reflected back by integrating my
thoughts on their unspoken feelings and emotions to verify that | had correctly
understood what had been expressed. Interview directions were led by participants, and |

provided navigation by using probes as shown in table 1.

Navigation probes used to guide interview

What happened then?

How did that go about?

Can you share that experience with me?

Can you elaborate on that for me?

I am interested in a statement which you made......

Table 1: Interview Probing Techniques
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Separate interview guides were developed for non-screeners (Appendix A) and
screeners (Appendix B) in order to explore different choices in health seeking behavior.
Interviews were conducted face-to-face for non-screeners (n=10). Seven of the
participants were unable to come for their interviews to the ICFHT clinic site. As such,
interviews took place at their place of current residence in a homeless shelter. Three of
the interviews for non-screeners were done at the ICFHT clinic where patients were
attending routine health checks. Hand written notes were taken to include observations
such as gestures, facial expressions, or special circumstances around the interview
(Speziale & Carpenter, 2007).

Interviews for the screeners were done via telephone call after they underwent
lung cancer screening with LDCT (n=8). This decision was made prior to participant
recruitment. The decision to do telephone interviews with screeners was mainly
logistical, as it was assumed that participants will have active phone lines; and
theoretical, as attrition and absenteeism rates for face-to-face interview appointments in
low income populations are related to their constrained resources and competing life
priorities which detract from research participation (Ellard-Gray et al., 2015).
Furthermore, despite the lack of visual cues to guide the interview process, and an
inability to draw social insights from the research setting, telephone interviews can elicit
more focused discussions and produce rich textual data (Vogl, 2013).

Interviews for non-screeners and screeners were done in tandem.

At the start of the interview participants were given a brief introduction about the

study. Interviewees were informed that participation is completely voluntary and that
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they could stop or withdraw at any time. Verbal consent for interviews was taken from
screeners (Appendix B) and non-screeners (Appendix A); and demographic information
collected through the St. Michael’s Hospital Health Equity Survey (Appendix C).
Participants were reminded that they could choose to stop the interview at any time and
request for their input to be removed. This, however, did not happen with any of the
participants. All participants received an honorarium for participating in the interview.

All interviews were audio-recorded, and transcription was done by a professional
transcriptionist who was hired by Dr. Lofters to transcribe all audio files related to the
larger research grant. To maintain rigour in transcription, | sent all audio files to the
transcriptionist on the day of the interviews. Textual files were returned to me within two
days upon which | reread the text while listening to the audio files to ensure accuracy. |
added context to text by linking my field notes (see next section) and created a data
package for each interview which included the audio file, textual data, and provided
context through my field notes. Personal identification was removed from the audio and
transcribed files.
Field notes

I made field notes during my face-to-face interviews with non-screeners. Lincoln
and Guba (Denzin & Lincoln, 2011, p. 416) describe observations as the act of “going
into a social situation and looking ... (as an) important way of gathering materials about
the social world”. Subsequently, non-verbal data, such as gestures, pauses, and mobility

restrictions were recorded. In addition, | collected data about the context of the interview,
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i.e. were participants late, did they need to pause the interview and | hand wrote the
stories which they told once audio recording was stopped.

| also made field notes during my telephone interviews with screeners. Although |
was not able to gather visual data about the research setting, nonetheless, I made
observational notes which included details such as: who answered the phone, was the
interview done in one stretch, and at which junctures during the interview did the
participants’ pause and/or laugh. I also included details about the time of day participants
wished to be interviewed and the reasoning behind the scheduling if they shared it.
Sociodemographic information

The St. Michael’s Hospital Health Equity Survey is used to collect research
participant demographic data. The survey captures information regarding the participants
housing status, ethnicity, language, sexual orientation, disability status, and household
income (Appendix C). In my study, interview participants completed the survey through
verbal responses. The decision to do this was practical (as screeners interviews were done
via telephone; and reflective (as many of the non-screeners had trouble completing the
survey by hand due to comorbidities). Responses to the survey were filled out by a
combination of information derived during the interview and specific inquiries where
these topics were not covered.
Reflective journaling

Lincoln and Guba (2011, p. 87) define “telos” as the “willingness to disassemble
self, to deconstruct one’s world... (in order) to avoid construction of power over

individuals or groups”. Whilst my reflective journal was an important document to track
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my choices, decisions and iterative assumptions to establish trustworthiness by creating
an audit trail (Nowell et al., 2017), my journal was also a place of evolving criticality and
reflexivity. It was a place of critical self-analysis, exploration and conscientious decision-
making. | created a reflective journal and field note template using the recommendations
by Poland et al (2006) for a more reflective tobacco control practice. By extension | have
found these categories relevant to my telos for contextualizing lung cancer risk and health
seeking practices of socially disadvantaged individuals. My journal template can be seen
in appendix D.

| practiced self-reflection to address my personal biases and assumptions whilst
using a conversational approach to creating knowledge through dialogue (Kvale, 1996).
This was my approach to telos and problematizing. Both dynamic activities that were
ongoing throughout this research study and documented in my reflective journal.

My reflective journal was key in making some important decisions early on. This
was particularly so for non-screeners, a cohort typically underrepresented in lung cancer
screening research (Ali et al., 2015). For example, | used journaling to unlearn my belief
that cancer screening is a way to save lives. As | conversed with myself, | trained my
mind to put aside the assumption that lung cancer screening could be of any benefit to my
group of participants. Indeed, as | furthered my research inquiry it became quite clear that
for non-screeners not participating in screening was a symptom of much deeper social
issues that I will discuss in the findings section of my thesis.

I reflected on each interview after it was conducted. This iterative process helped

me modify my speech and manner for approaching my next participants. | knew that
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participants would not be willing to talk with me or share stories if | introduced myself as
a physician and a researcher who wanted to know why they were not interested in
preventative care, to do this would be to create an anti-dialogue (Freire, 1974). Instead, I
approached them with a respectful demeanor, and invited them to have a chat with me so
that we could talk about healthcare. | asked them to share their thoughts with me. |
problematized perspectives on preventative health care such as lung cancer screening
together with participants, and | asked them to teach me what | needed to know so that |
could share this information with decision makers in my hospital. | clearly communicated
that although 1 would share their perspectives, | could not promise that changes would be
made to current health policies and practices. This is an important strategy to avoid future
mistrust with hard-to-reach populations (Ellard-Gray et al., 2015).
Praxis in data collection

Transferability refers to the ability to apply the findings of a qualitative study into
a different setting, context, time or population group (Lincoln & Guba, 1985). To do this
in a way that provides a “window” into the research setting, such as a description of the
organizational structure or participant interaction, makes it possible for readers to
understand the analytical process and is described as “substantive judgment” (Eakin &
Mykhalovskiy, 2003). 1 will use this opportunity therefore, to share some contextual
information surrounding my interviews with non-screeners. Given that | was able to
conduct research with a hard-to-reach group, | believe that this “window” is important to

situate my research process and product.
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Earlier | have discussed how I used derived rapport to recruit non-screeners to the
study. This process itself was an important learning exercise for me, as it forced me to
challenge some of my own basic assumptions about what I know and what | needed to
know in order to find and talk to potential participants. My field notes, observations and
journal entries were not used for data analysis, but rather they informed the performance
of my research. Figure 9 shows my reflective journal entry for a day in Spring, 2019.
Study recruitment had started in February 2019, and | had been unable to successfully
recruit any participants to my study up to that point. Joanne’s real name has been blacked

out to protect her identity, and subsequently that of the participants who are her patients.



Date: - ‘19; Location: ICFHT clinic; Participant/ Session ID: Pre-session

My knowledge
(what I know)

- has identified 3 individuals who meet the study eligibility
criteria. They are not interested in screening. All of them are currently
living in a homeless shelter. has booked appointments with
them here at the clinic. The clinic is funding the taxi ride for them to
come here. I will be able to do their interviews here at the ICFHT site

Questioning of
“received
knowledge” (what
do I believe to be
true?)

I believe that my presence in a place where they are used to receiving
care, and via a person of trust, i.e. |, will facilitate the research
process

Curiosity and
openness to others
perspectives and
ways of seeing

Many people are involved in this research process. - has
identified the individuals and introduced them to the study. She
has booked the appointments and arranged for taxi's. She has
also made impromptu arrangements to keep the others busy
while T am doing an interview. tells me it is important to
them busy or else they tend to get anxious

Openness to being
transformed
(learning to know
what I do not know)

has decades of experience providing care to my potential
participants. I need to learn from her the do's and don’ts of
engaging here

Mindfulness and
presence

I am a bit nervous. This is a new place, space, and population group
for me. I am not anxious about the study. I am anxious to make sure
that I use the correct language and body posture to create ease for my
participants

Awareness of power
relations, my social
location and
positionality

By virtue of my cultural and social capital I am able to walk into this
clinic site and be accommodated with a meeting room to conduct
interviews. I have access to opportunities which others do not

Observation (descriptive)

Notes to self (reflective)

The meeting room has many tables and
chairs. I have rearranged some things so that
my participant and I can sit at right angles to
each other. There is a table in front of me. I
have put a tray of snacks on the table.
has told me to bring in pots of fruit yogurt,
Babybel cheese and crackers. i

me that these food items are not available in
the homeless shelters and would be
appreciated. B s put a fresh pot of
coffee to brew behind me and showed me
where to find the cups, sugar and cream.

I am walking into this research setting with
little knowledge of the lived experience of my
participants. i already has a wealth of
knowledge. She knows their likes and
dislikes. has told me that I must
always be true, as people who have

has told | experienced homelessness are very sensitive
to conceit, and they will walk straight out. I
am really appreciative of 's guidance.

Figure 9: Reflective Journal Entry, template adapted from Poland et al (2006).
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There are several things that are apparent in my journal entry for that day. To
begin with, I was highly dependent on Joanne. This included just about everything from
identifying participants, to organizing their transportation, to arranging a comfortable
place for the interview to be conducted. | was also dependent on Joanne for coaching. I
knew | had a lot to learn from her, and Joanne was always very generous with her advice
and guidance. In essence, Joanne was my community partner (Ellard-Gray et al., 2015).
On one hand, Joanne was protecting my potential participants by proactively looking out
for their needs, and on the other hand, Joanne was ensuring that my research process
would be suitable and acceptable to them.

The second thing which is apparent in my journal entry is my assumption that
with all of the preparations that had been made, that | would be successful in interviewing
non-screeners. As it turned out, | spent six hours in the ICFHT clinic that day. None of
the participants came. Not one. At this point | was unable to appreciate the circumstances
that would limit participants’ abilities to come to their routine health care clinic for a
scheduled appointment.

As Joanne and I reflected on the events of the day, we agreed that | needed to go
further than the clinic and meet potential participants at their current place of residence,
the homeless shelter. | realize that this decision reflected a power imbalance between me
and my potential participants as | had both the opportunity and the means to reach them
through their institutional location. In preparation for my visit to the homeless shelter 1
interrogated my own knapsack of privilege (MclIntosh, 2019) and | made a conscientious

effort to consider ways in which my language and physical demeanor could be modified
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in order to reduce power differentials during future encounters with residents at the
homeless shelter.

The next morning, | left my comfortable office in the Li Ka Shing Knowledge
Institute, and | walked several blocks to the street where the homeless shelter was
located. This walk is etched in my memory. In a matter of fifteen minutes | had traversed
from some of the wealthiest postal codes in downtown Toronto to areas of increasing
deprivation. The closer I got to the shelter the more run down the buildings looked, the
more people there were sleeping on the streets, the shoes became increasingly rugged,
and the air became heavy with the smell of urine. | was greeted by Joanne outside the
shelter building, and we were buzzed through two security doors before we got inside.

On that day | was able to interview the three individuals who were not able to
come to ICFHT the day earlier. Whilst it is possible that participants may have felt
obliged to meet with me given that | had now turned up at their place of residence, |
believe this act demonstrated my commitment to include them in my project. Their
stories were important to me, and | made it a point to tell them that. Below | provide
snippets from my field notes for each of these participants (the names of the participants
and situational details have been changed to protect their identity).

One participant had faced an unfortunate incident that left him injured and in pain.
Despite this he wanted to participate in the interview:

Victor has his arm in a splint. He went out for a walk two days ago and was hit by
a motorbike. I met him this morning when | arrived at the shelter. At that time, he
had taken a pain killer and was resting. He said he will let me know when he is
ready to talk. He has just come looking for me so that we can do the interview.
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Another participant was experiencing chronic sleep deprivation, and was tired and
agitated:

Patrick is very anxious. He read the consent form word for word and asked for
clarification on several parts including LDCT as a procedure. He tells me he has
not slept at night and that he has not been sleeping well for several nights. He is
tired and shares that he is feeling very lethargic. He has not eaten anything since
the official breakfast time here is over and there is nothing to eat now. The coffee
station is also closed now. He tells me that he needs to smoke a cigarette before
we can continue. He has just walked out now and says he will come back after
some time.

My third participant was physically trapped and unable to get from one area of the
building to another given the current infrastructure:

Jarod has a sense of humor. He wants to learn how to play the drums. He cannot
go down to the music room however since the elevators are not working. He is
confined to this floor because of his physical disability.

Importantly, the experiences above illuminate issues of physical safety, personal
wellbeing and institutional dependency. Each of these are explored in the next chapter.
For the purposes of data collection however, they reflect the importance of meeting
participants at places where they spend most of their time, and the need to be flexible
about conducting interviews in different locations and over multiple time intervals which
should be directed by participants. It also highlights the importance of having
institutional access through community partners such as Joanne.

4.4 Data Analysis

| followed the step-by-step guide of doing thematic analysis described by Braun

and Clarke (2006) to organize, describe and interpret my data. In parallel, 1 followed the

step-by-step means of establishing trustworthiness as described by Nowell et al (2017). In
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this section | will elaborate on the first step of my thematic analysis (Braun & Clarke,
2006), the subsequent five steps are detailed in the next chapter on my research findings.
4.4.1 Getting familiar with the data
The first step of thematic analysis is to get familiar with the data and different
data sets (Braun & Clarke, 2006). Since | was involved in generating the data myself by
interacting with participants through interviews, making observation in my field notes,
and reflective journaling, the process of familiarizing myself with the data was ongoing
throughout the project. In this stage Braun and Clarke (2006) recommend that the
researcher immerse themselves in the data for breadth and depth. In practice, | found that
listening to the audio files of interviews, reading transcripts from the interviews, and the
process of self-reflection was both active and iterative. | practiced telos throughout the
project and subsequently each step of data collection contributed to a deeper immersion
with the context and content of my inquiry. Braun and Clarke (2006) identify this stage as
the active phase of search for meaning and patterns.
To increase trustworthiness of my data in this stage of thematic analysis |
practiced several of the recommendations from Nowell et al (2017):
1. Prolong engagement with data: | collected, reviewed and documented the data
on an ongoing basis throughout the research;
2. Triangulate data from different sources: | used five different data sets to
increase the credibility (Lincoln & Guba, 1985) of my findings. These data
sets were:

a. Interviews with non-screeners (n=10);
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b. Interviews with screeners (n=8)
c. Health equity survey;

d. Field notes

e. Reflective journal

3. Document theoretical and reflective thoughts: this was done by daily
journaling in order to create an audit trail (Koch, 1994) that included a log of
decisions make and personal discoveries (Sandelowski, 1986);

4. Document thoughts about potential codes/themes: this process was also
documented in my reflective journal;

5. Store raw data and keep all data records: A master list of participants was
created and coded. Data was de-identified. Encrypted files were used for data
transfer and all computer files were password protected All study-related
materials will be disposed of after seven years.

In chapter 5, | elaborate on the next steps of my thematic analysis and | describe
how | organized my data into thematic maps to identify the three main themes which are
the findings of this study.

4.5 Ethical Considerations

This research study involved human research participants and followed the ethical
principles outlined in the Tri-Council Policy Statement: Ethical Conduct for Research
Involving Human Beings (Canadian Institute of Health Research;, 2010) (See appendix F
for TCPS2 certificate). | received Research Ethics Board (REB) approval from Unity

Health Toronto, St. Michael’s Hospital (where the research was housed) (Appendix G),
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and from York University (my faculty of graduate studies program) (Appendix H).
Specifically, I did the following to ensure best ethical practice during the conduct of my
research:

45.1 Respect for persons

| followed the consent process as outlined by Creswell (2013) by: (i) I respected
the autonomous decision of the individuals to participate in the study and to withdraw at
any time after initiation of the study; (ii) | explained the purpose of the study using
language that invited participants to problematize together with me; (iii) I outlined what |
expected from the participant in terms of the interview; (iv) | spoke to participants about
possible benefits associated with their contribution to the study and specifically I shared
my positionality as an intermediary between them and decision-makers in the health
system who were part of the grant committee team; (v) | used a conversational approach
to interview taking and participants were comfortable in asking me questions.

All participants were given a leaflet with more information about the study, and
verbal consent was recorded prior to initiating the interviews. Ongoing consent was taken
during the interview.

45.2 Concern for welfare

The confidentiality of the participants was respected at all times. In my thesis |
have used pseudonyms for all participants in order to protect their identity, and | have
deliberately altered some situations and contexts to make the data de-identifiable.
Interviews for non-screeners were conducted face to face at ICFHT clinic or at the

homeless shelter. Joanne had a crucial role to play in recruiting patients. This was
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significant, as non-screeners are both under-researched and hard-to-reach. Joanne had a
long-term association with the participants as their healthcare provider, and therefore
already had a relationship with them. Secondly, even though participants had agreed to
contribute to the study before meeting me, Joanne personally introduced me to them as a
person of trust. This was essential in building a bridge of rapport with the participants,
who were put at ease through the introduction. Finally, Joanne personally arranged a
space for the interviews often allowing me to use her own clinic space, an area which the
participants were already comfortable with as a place of trustworthy care.

Ethical considerations must also be given to the potential benefit versus harms to
an individual or community subsequent to their participation in a study. It was expected
that speaking about their experiences may provoke emotional upheaval in study
participants. In practice however, | found that all of the participants were quite
comfortable and happy to chat about their life experiences. Some participants reported
pleasure in feeling a sense of purpose after contributing to the study, and three
participants specifically requested to be contacted in the future in order to contribute to
more research. Interestingly, four of the non-screeners requested to be referred for
screening with LDCT on conclusion of the interview.

45.3 Justice

The study proactively worked against labelling, stigmatization and perpetuation of

stereotypes of research participants by ensuring that themes were reflective of broader

societal circumstances rather than individual choice and personal limitations. | practiced
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telos and reflexivity on a daily basis to question my own assumptions and to identify
power imbalances. | mitigated against these imbalances through dialogue.
Ethical praxis

With the support of Dr. Lofters, this study was initially designed as a community-
based participatory research project (CBPR) (Wallerstein et al., 2017). | had envisioned
myself as an outsider working in collaboration with insiders [those with lived experience]
(Herr & Anderson, 2014), and | sought to create a space where knowledge could be
cocreated through a fluid and dynamic relationship between myself and the research
participants. In order to do this, | structured the study so that participants would do an
intake interview, and subsequently be invited to become part of a focus group to
collectively problem pose and problem solve through a visual arts-based method known
as photovoice (Wallerstein et al., 2017; Wang & Burris, 1997).

Photovoice is a photography-based research technique first innovated by Caroline
Wang and Mary Ann Burris in the 1990°s (Wang & Burris, 1997) and has more recently
gained traction in health services research (Minkler & Wallerstein, 2011). Photovoice has
typically been used in marginalized populations to “create space” for group dialogue
(Latz, 2017), and it is through critical dialogue and experiential group learning that
participants reflect on their pictures, and the wider circumstances of their choices thereby
promoting both personal and social action (Liebenberg, 2018). The visual documentaries
that are created are used to stir policy debates (Sutton-Brown, 2014), and can be used to
fill the knowledge-to-action gap that currently exist in evidence-based policy making

(Lomas & Brown, 2009). As such, photovoice enables participants to document their life



115

experiences and social circumstance (Sutton-Brown, 2014) in way that facilitates
“speaking-back” to policy makers (Mitchell, 2015).

Whilst my initial research design was centered around a collaborative and
participatory research process, it soon became apparent to me that this would not be
possible. There were several reasons for this. In particular, several screeners and non-
screeners were happy to talk to me in person, but they were reluctant to be part of a
collective group. | also learned that photography was not allowed inside the homeless
shelter and to peruse photovoice would automatically exclude a large group of the
participants. Below is my journal entry for the day | realized that it would be unethical to
continue with photovoice:

Many of the participants have comorbidities. Several of them are unable to leave
this building (the shelter). I am finding myself deeply troubled by so many things.
Five of the participants so far have poor oral hygiene. Almost all of their front teeth
are missing, and | need to work so hard to understand what they are saying because
of the impact of this on their speech. They have extremely poor dexterity. They
cannot even sign the form to receive their honorarium. | need to help them make
initials. Rodney told me he had not held a pen in his hand for over two years. How
can it be? How did we let this happen? How did they fall through the cracks? And
why is it that so many of us are so negligent to this reality? | had thought that using
a camera would be simple. That is the idea isn’t it? To enable people to document
their lives without the need for language by clicking a camera button and creating
photographs. | wonder if Wang and Burris ever considered this level of
deprivation? Photovoice just won’t work here. Photovoice will not work with any
group that is the most marginalized of all those experiencing marginalization.

My decision to abort photovoice was validated by my thesis supervisory committee and

supported by Dr. Lofters.
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4.6 Chapter Summary

In this chapter | have discussed my methodological approach to inquiry and my
research methods. As a critical theorist | have described how | used the morphogenetic
approach to guide my research questions and research process. Using the Freire’s (1970)
concept of praxis | have provided a window into my research context in order to facilitate
substantive judgement. Although data analysis and data collection occurred in tandem in
keeping with qualitative research methods, | elaborate on my analytical process using
thematic analysis in the next chapter and | share how | searched across multiple data sets
in order to find repeated patterns of meaning (Braun & Clarke, 2006) which are the

findings of my study.
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CHAPTER 5

Data Analysis and Research Findings

Bodies don 't just tell stories, they tell histories.
— Walters et al (2011)

5.1 Introduction

The purpose of this chapter is to introduce the research participants and to
contextualize their health seeking choices for lung cancer screening in the backdrop of
poverty and homelessness in downtown Toronto, Canada. In this chapter | provide a brief
literature review, discuss my analytical process using Braun and Clarke’s (2006) steps of
thematic analysis, and | describe the chronological evolution of my thematic maps as |
identified the main themes which are the findings of my study.
5.2 Study Participants

In my study, | interviewed eighteen individuals between the ages of 55 and 74
years. My study population was primarily male (with the exception of one participant)
and mostly white (thirteen participants). At the time of interviews, seven of the
participants were living in a homeless shelter in downtown Toronto. Eight participants
lived in subsidized apartments through Toronto Community Housing, and the remaining
three were renting accommodation. Most of the participants reported annual incomes
below $30,000 a year, and two participants reported income levels between $30,000 and

59,000/-.
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Table 2 shares the sociodemographic profile of the participants as was obtained

using the health equity survey (Appendix C).

Screeners Non-Screeners

TOTAL 8 10
Age categories

50-59 1 2

60-69 3 7

70+ years 4 1
Sex

Male 7 10

Female 1 0
Immigrant status

Foreign-born 2 4

Canadian-born 6 6
Ethnicity

White-North American 5 3

White-European 1 4

Asian — East (e.g., Chinese, |1 0
Japanese, Korean)

Asian — South (e.g., Indian, |0 1
Pakistani, Sri Lankan)

Indian -  Caribbean (e.g., | O 1
Guyanese with origins in India)

Latin American (e.g., Argentinean, | 0 1
Chilean, Salvadorian)

Other (including First | 1 0
Nations/Indigenous/Aboriginal  not
included elsewhere/Inuit/Métis)
Self-reported income
0-29,999 6 9
30,000-59,000 2 0
60,000-89,000 0 0
90,000-119,000 0 0
120,000 plus 0 0

Missing 0 1
Sexual orientation

Heterosexual 7 10
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Gay/Bisexual/Leshian/Queer/Two- | 1 0
Spirit/Other
Housing
Own Home 0 0
Renting Home 3 0
Community housing 5 3
Homeless shelter 0 7

Table 2: Participant Sociodemographic Information

Hard-to-reach populations which are recruited through derived rapport are
typically homogenous in nature (Ellard-Gray et al., 2015), unsurprisingly therefore, the
majority of the participants reported living with low income, and many were currently, or
had previously experienced homelessness. Given that participants had different
perspectives on lung cancer screening (eight participants had undergone lung cancer
screening with LDCT, and ten had declined), | was able to focus my analysis on “choice”
and factors influencing their need and ability to seek preventative healthcare such as lung
cancer screening.

| began my analysis by returning to the published literature since it became
apparent to me that the participants were not only low income, but also housing insecure.
Although it is unorthodox to provide a literature review as part of the analysis, | believe it
is important in order to situate the social position (Braveman, 2006) of participants, and
the implications of this social class rank order on lung cancer risk and mortality through
collective lifestyle (Frohlich et al., 2001) behaviors such as smoking. The following
section positions comments that were made by participants into what is currently known

in the literature.
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5.2.1 Literature Review: Homelessness, smoking and lung cancer

The Canadian Observatory on Homelessness defines homelessness as a situation
in which “an individual, family or community (lives) without stable, permanent,
appropriate housing, or the immediate prospect, means and ability of acquiring it” (The
Homeless Hub, 2017). The spectrum of homelessness therefore ranges from a complete
lack of shelter (such as living on the streets), to more precarious housing conditions, such
as living in an emergency shelter or facing an imminent housing crisis due to economic
instability or personal safety (The Homeless Hub, 2017). All of the participants had
experienced homelessness somewhere along this spectrum. Participants also shared
experiences of moving up and down along this spectrum so that they had moved from
one precarious housing condition to another. One of the participants used the analogy of a
spin-dryer to describe his living conditions which left him without any sense of
permanency and the implications of this precarity on his upward social mobility:

When you're living on the street and in the hospitals and shit like that, the first
thing you need is housing. People (say), ‘oh, go back to school!’. You can't go
back to school when you're on the street you know. You can't do that. You can't
handle a job. It's impossible you know unless you got housing. Stable housing too.
I'm not talking about something you're in like a halfway house for 30 days, you're
out again or something. It's that spin dry kind of thing and that's not going to
work (Barry).

In Canada 35,000 individuals experience visible homelessness on any given night
(Gaetz, Dej, & Richter, 2016). The invisible homeless are those who are not included in
this number for a variety of reasons such as being turned away from shelters working at
full capacity, or those who are couch-surfing with peers and/or family, and those living

on the streets or abandoned buildings. When these individuals are considered, the number
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of homeless rises substantially (Segaert, 2012) and is estimated to be approximately
50,000 on any given night (Gaetz, 2013). Of populations experiencing homelessness, a
third identify as Indigenous, and up to 50% have history of learning disabilities or brain
injury (Gaetz, 2016).

Preseniors (defined as individuals between the age of 51 and 64 years) have been
identified as particularly vulnerable to a housing crisis given their increased propensity to
economic hardship related to unstable employment, physical and mental disabilities, and
an inability to tap into pension and social benefits available to seniors who are over 65
years of age (Walsh et al., 2015). In Toronto, where there are on average 5086 homeless
individuals each night (Grenier et al., 2016), approximately a third of them are over the
age of 51 years (City of Toronto, 2013; McDonald et al., 2004). For preseniors who are
able to find subsidized housing, limited financial resources as a result of unemployment,
disability and a wait to tap into pensions plans implies that housing conditions are often
suboptimal and can even be considered unsafe (Walsh et al., 2015). This situation is
echoed in the words of my participant who is paying $800/- a month in rent:

A person was beat to death here last week and the weekend before, | can't
remember which night, in his own room. They beat him to death and it's a bad
building. I don't go out at night, but the rent is cheap and that's the only place
that | can live in right now. | have to wait another three years before I can tap
into some of my retirement money and figure out where I'm going to go from there
you know (Damien).

Eleven of the participants were preseniors. Six of them were living in subsidized
housing and five were residing in the homeless shelter at the time of interviews. Physical

safety is an issue for preseniors; however, living conditions also shape the distribution of
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risky lifestyle behaviours (Bartley, 2004, 2016). It is recognized that conditions of social
disadvantage are linked to cigarette consumption (Jarvis & Wardle, 2005), and for
populations experiencing homelessness this is particularly pervasive as more than 70% of
homeless individuals report that they are actively smoking (Baggett & Rigotti, 2010).
Living in close proximity to other smokers is specifically known to encourage further
smoking (Wiltshire et al., 2003) by creating an aura of social acceptance (Okuyemi et al.,
2006). This is reiterated in the words of my participant as he spoke of the influence of his
social environment on his smoking habit:

Probably seeing other people smoke, smelling it, you know like the smoke in the
air. .... Everybody smokes practically. I'd say 80%, 90% smoke. It's hard to get
away from (Kane).

Individuals living with lower income are just as likely as more socially
advantaged groups to attempt smoking cessation, however, they are only half as likely to
be able to successfully quit (Kotz & West, 2009). A similar finding has been reported for
homeless populations, such that there is high interest in smoking cessation, as well as in
the willingness to receive support to quit smoking (Arnsten et al., 2004). Several
interventions have now been designed to specifically target smoking cessation in
homeless populations. Examples of such interventions include financial incentives to quit
(Kendzor et al., 2015) and motivational interviewing (Warner et al., 2014). Since these
interventions are specifically geared at individuals and their capacity to change, they can
be classed as a midstream approach to disease management. A recent evaluation of the
Call it Quits program (Bonevski et al., 2018) which was designed at facilitating smoking

cessation in homeless populations using wrap around services that include cognitive
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behavioural therapy plus nicotine replacement therapy (Bonevski et al., 2011, 2015)
demonstrated no significant change in smoking patterns for populations experiencing
homelessness as a result of the intervention. This is perhaps not surprising given that
there is little modification of the social context of smoking.
Lower levels of income are correlated with higher levels of lung cancer (Mitra,

2015). This finding is also well documented in homeless populations such that they have
higher rates of lung cancer, shorter median survival time with advanced stage lung
cancer, and a greater likelihood of missing treatment related appointments (Concannon et
al., 2019; Hwang et al., 2009) compared to their housed counterparts. Another population
beyond the scope of this study is the (LGBT2SQ+) community for whom these issues are
particularly salient.
5.2.2 Fallen through the cracks

In this section | have provided a snapshot of the sociodemographic profiles of the
participants. | have shared the precarity of their housing status and provided a brief
overview of our current understanding on the links between homelessness, smoking and
lung cancer. The participants are both high-risk (in terms of health risk for lung cancer),
and hard-to-reach (in terms of difficulty to access for research). The participants are also
living in conditions of economic hardship, have multiple comorbidities, and a limited
availability of material resources. Through the rest of this chapter | will share how I
interpreted my data using Braun and Clarks (2006) steps of data analysis to generate the
three main themes which reflect what “choice” for preventative health care looks like

from the perspectives of individuals who have fallen through the cracks in our society.
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5.3 Generating Initial Codes

Coding is a strategy used to develop preliminary ideas from unstructured data
(Braun & Clarke, 2006). According to Boyatzis (1998), a good code is one which
captures the qualitative richness of a phenomenon, and concisely states what the
description of the phenomenon of interest is. Subsequently, I started the process of
coding by searching for units of meaning that corresponded to my theory driven research
questions. | read through all the data sets multiple times and searched for repeating
patterns of meaning (Braun & Clarke, 2006). | used Nvivo 12 software to help me
organize my data and develop a coding framework.

| tagged and named textual data for coding as many themes as possible whilst
retaining clarity (King et al., 2004). | coded inclusive of surrounding text to retain the
context of the meaning unit, and | often found myself coding the same text into multiple
different codes. According to Braun and Clarke (2006), coding is not about analysis, but
rather about organizing the data and therefore it is better to be inclusive of as much text
as possible and generate as many codes as the data allows. | coded all units with similar
meaning even if they did not sync with my theoretical inquiry. This process is important
to ensure that patterns in text are not missed or disregarded (King et al., 2004). |
documented my thoughts and ideas in my reflective journal. During the coding process |
consulted with my research supervisor, Dr. Aisha Lofters on a weekly basis, and my
thesis committee member, Dr. Janet Parsons on a biweekly basis. Prospective codes were

discussed with both Dr. Lofters and Dr. Parsons and provided an opportunity to peer
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debrief about developing codes. This strategy promoted trustworthiness (Nowell et al.,
2017).

In table 3, | share some examples of how | coded textual data including
surrounding context (such as pauses or laughter) using my theory driven research
questions. In total | generated 56 codes that included 368 data references that lead to the

three themes which 1 discuss in detail later. A full list of codes can be found in Appendix

E.
Research question | Quote Code
How do the That's what | mean like what's the point of Negative life
participants’ lived | doing all that and my life sucks right now. outlook
experiences of [Laugh] I mean I'm no good to society. | can't
poverty influence | contribute anything anymore; right. [Pause]
their choice to seek | And I think when it's your time, it's your time;
preventative right. I don't know. I don't want to, I'm not
healthcare? [Pause] going to jump the gun or anything.

[Laugh] I mean I'm [Pause] happy to be here

and everything; right, but I just know when it's

your time, it's your time (Damien).
How do positions | Just it's affecting my mental energy as well. | Screening
of social mean | was just; | feel apathetic you know perspective
disadvantage affect | [Pause] why would | want to go to the negative
the perceived need | hospital? | mean if I'm meant to have lung
and ability to cancer, I'm going to find out one day or the
access lung cancer | other. If I go now and I find out | have it now
screening? that's going to open a whole new kettle of fish

[Pause] and I don't want to face it. | don't want

to face that right now you know I don't care if |

know, if I do or I don't and I don't really want

to face it cause I don't have, it could be as |

said the day cause like I'm sort of apathetic

(Patrick).
What challenges The doctors show no interest and sometimes no | Doctor
do participants respect because we come from here (Rocco). interaction
face as they seek negative
care?
What differences You have priorities in life. You have choices to | Competing
in perspective were | make every day. You have a priority whether priorities
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revealed between
participants who
decided to undergo
lung cancer
screening versus
those that did not?

you want to do something next week or not or
whether you want to make a plan to take a CT
scan next week or not if it's offered to you.
Sometimes you just put it aside until you need
to use it and so people that are homeless
[Pause] okay, they're not looking to get help at
that end. They're looking to get help to find a
home. They're not looking to get help for a CT
scan. That's not a priority for them (Hank).

Table 3: Examples of Theory Driven Initial Codes

5.4 Searching for themes

Boyatzis defines a theme as: “a pattern in the information that at minimum

describes and organizes the possible observations and at maximum interprets aspects of

the phenomenon” (1998). Accordingly, this step of the analysis involved clustering the

codes into concepts that linked the data together.

As | began sorting my codes it became apparent that the choice to screen was

driven primarily by two phenomenon: (i) how the participants viewed life along with the

associated outlook which they had for the future; and (ii) the level of trust which they had

in the health system or their healthcare provider. This is shown in my preliminary coding

clusters seen in Figure 10.
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health system

/ Screening choices
] )

[ Interaction with

[ Life outlook

Figure 10: Preliminary Coding Clusters

Specifically, participants who reported being in good health and who had time to
peruse their hobbies and interests were interested in maintaining their health status:

I'm 75. I'm doing well. You know as | say | still get out. I still get out a lot and
with the camera and so on or else | just go for a walk. I normally have the camera
with me. Put a camera in my hand and I'll walk for hours and so yeah, I'm fairly, |
would say I'm in pretty good health (Caitlyn).

Subsequently, this group of participants actively utilized preventative health checks and
had frequently done other cancer screening tests prior to being screened for lung cancer:

Yeah, my doctor makes sure | get all the tests like the cholesterol tests and the
blood tests and the colon cancer screening test. That's only like once every | think
year or so (Philip).

Participants who had a meaningful relationship with their healthcare provider that was
based on trust were more likely to follow through on the doctor’s recommendation for all

health checks including lung cancer screening:
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| was there for 23 years with the wife and that; right. He told me like, every, |
don't know, year, every two years, whatever; and he'd make the appointment for
me and I'd go in you know prostates, check it all, everything; right. I did that lots
of times; right. He was a very good doctor. | liked him. He was thorough. | trusted
him (Irvin).

In contrast to participants who had a positive outlook on life, several participants
reported feelings of loneliness, depression and felt that they were “over the hill”. This had

more to do with perspective rather than age:

| just turned 60, yeah. Monday, | turned 60. Well I'm over the hill. Yeah, | haven't
got, and what | got, a couple of years, a couple of years left? | think so.
Something like that (Jarod).

Participants recounted that they felt lethargic and that they did not see lung cancer as an
immediate health concern:

| don't feel that I'm in danger of lung cancer and the unfortunate thing is my
energy level is so low today (Patrick).

Participants also reported avoiding the health system due to mistrust and mistreatment.
Many participants had multiple comorbidities, yet some of them had not visited a health
care provider for up to 2 years. One participant described how he sought care for a
painful hernia, but his past history of drugs influenced the clinical encounter such that the
doctor was not willing to treat him:

| had trouble finding a doctor and I went to this one doctor and it was for this, see
the hernia I got? And he found out that I did drugs or smoked or something and
threw me out of his office (Damien).

Subsequent to this encounter, this particular participant avoided any future interaction

with the health system.
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None of the above findings are essentially new. Previous studies have
documented how high-risk cohorts who decline to screen with LDCT for lung cancer
have fatalistic beliefs about their own wellbeing (Quaife et al., 2017) and report mistrust
of the health system (Ali et al., 2015). Whereas other studies have concluded from these
observations that equitable uptake of LDCT will need enhanced invitation strategies
(Quaife et al., 2017), or better patient education materials (Carter-Harris, Brandzel,
Wernli, et al., 2017), 1 do not conclude my study with these findings. Rather, | use these
observations as a point of departure to zoom out, and to contextualize how choice has
been shaped by the sociohistorical situatedness of the participants. In such a way | am
able to shift my analysis to the upstream determinants of health seeking behavior rather
than perpetuating a cycle of behavioral determinism, and a subsequent lifestyle drift.

My analysis therefore was concerned with themes occurring at the latent level
(Braun & Clarke, 2006). Latent themes seek to explain or understand why participants
said or acted in a certain way, and as such differ from semantic themes which are limited
to a description of data rather than its interpretation (Boyatzis, 1998). According to Braun
and Clarke (2006) a thematic map is a good way to begin sorting codes into themes and
subthemes. In addition, Nowell et al (2017) recommend making diagrams or charts to
document the transition from codes to themes.

Given that life outlook is an important indicator of screening choice, it was
important in my analysis to understand how life outlook had been shaped. For most
participants, living in conditions of economic instability and precarious housing directly

influenced their life prospects. Specifically, participants connected the dots between
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moving from unemployment to financial hardship, and the struggles of maintaining a roof
over their head. This participant recounted feelings of apathy that conditioned his
response to a preventative health check such as LDCT:

When you're worried about issues of making ends meet, there are several things
that could happen. When you're unemployed you can very easily seep into apathy and
when you're apathetic you don't get up off your butt and go and have a test to see if
you've got lung cancer. I think that's probably, you know that's my wisest words on it. |
think you know when you're, when everything is okay and especially if you're retired it's
much easier for people to go to a clinic and have a test which only takes what ten
minutes? But when you're unemployed and you know you've got economic problems then
you might think to yourself well you know I'm worried about getting a job and keeping my
house and so forth and you think well I'll put that off. I've got other things to worry about
right now you know (Harold).

In my analysis, | generated several coding clusters in order to contextualize the

participants perspectives on choice. | created an initial thematic map as seen in Figure 11.

(
[ Early life ]

>
Housing
\
Smoking
Working conditions ]
Lung cancer risk
Interaction with
health system
i Comorbidities
Life event
.

{ Screening choices ]

[ Life outlook ]

Figure 11: Initial Thematic Map Showing Main Coding Clusters
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5.5 Reviewing themes

In this stage of the analysis | reviewed all the collated codes within each theme to
ensure coherence, and then reviewed the themes in relation to the entire data set to ensure
congruence of themes, subthemes, and coded categories.

As | described earlier, living and working conditions influenced life outlook and
shaped participants’ perspectives on preventative health care. However, living in close
proximity to other smokers is also known to adversely influence smoking cessation
efforts (Wiltshire et al., 2003). This point was reiterated by several participants who
reported living in conditions where smoking was prevalent and therefore made smoking
cessation challenging:

Probably seeing other people smoke, smelling it, you know like the smoke in the
air (Kane).

Smoking has also been recognized as a coping mechanism for individuals living
in stressful situations (Daykin & Naidoo, 1995). Participants explicitly drew the links
between living in an unsafe neighborhood and the impact of daily stress on their smoking
behavior:

I quit smoking for over a year but then | moved into the building where 1 am now
at Sherbourne and Dundas and the stress of all the stuff going on in the building
and all the crackheads and drug dealers on the corner I started smoking again
(Jaden).

Therefore, in my analysis | found that living conditions were at the root of both
life outlook as well as lung cancer risk through the cultural-behavioral shaping of

smoking behavior.
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To connect my themes and subthemes, and to facilitate a more coherent
storytelling from the data | produced a developed thematic map as shown in Figure 12. At
this point in my analysis, the decision to screen for lung cancer with LDCT was no longer
a major theme, but rather screening emerged as a subtheme to illuminate the

interconnectedness of living and working conditions that influence choice.

Life event
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[ Living conditions

Working conditions ]

\

y
\

Life outlook }

Chronicillness ]
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providers Social system
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Figure 12: Developed Thematic Map Showing Emerging Themes
5.6 Defining and Naming Themes

This stage of the analysis is about “defining and refining” the data themes in order
to capture the essence of what each theme is about (Braun & Clarke, 2006). | created
names for each theme, defined what each theme was about. | finalized the categorization
of subthemes and | ensured a congruence between my research findings and research

questions. The final themes were endorsed by my research supervisor, Dr. Lofters. My
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final thematic map is shown in Figure 13. | discuss each of these themes and subthemes,

as well as their interconnectedness in the next section on study findings.

Pathways of
disadva ntage \

Worklng condltlons
Lung cancer risk ]
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/ [ Safe spaces of care ]
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i /

Screening perspectives Power
\ Influence

Figure 13: Final Thematic Map Showing Main Themes and Subthemes

5.7 Study Findings
5.7.1 Pathways of disadvantage

Shaw et al (1999), define the clustering of disadvantage as the phenomenon
whereby people who are disadvantaged in one area, such as income, are also
disadvantaged in other areas, such as housing, food security, and educational
opportunities. Graham et al (2006) have theorised this phenomenon from a life course
perspective in relation to smoking behaviour, and illuminate how poor circumstances in
childhood influence future educational achievement and economic prospects contributing
to a pathway of disadvantage that is deeply entwined with adult smoking behaviour. This

is consistent with Blane’s (2005) concept of critical social transitions, in which a failure
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to transition from one critical social period to another (such as limited work prospects
leading to precarious housing, and subsequently risky health behaviours) influences
health outcomes.

Although it was neither the purpose nor scope of this study to identify the links
between childhood circumstance and adult lung cancer risk and health seeking choices,
participants did describe how they came to live in conditions of poverty. Participants
shared how a personal catastrophic event such as loss of income, an untoward family
situation, or the onset of physical disability pushed them into financial hardship and/or a
housing crisis. Specifically, participants describe transitioning from one condition of
social disadvantage to another, with the accumulation of this disadvantage subsequently
influencing their health risks and life choices. For this participant several events occurred
in quick succession leaving him without a roof over his head:

| was working with like a subcontractor... | was paid by the job, yeah. | was paid
by the job and not by hour, not by hour... I used to work and then I got sick and
when | get in and out from the hospital, I lost my job and yeah | lost my job, I
don't have no income (Rocco).

The first theme of my study therefore corresponds to the distribution of social
disadvantage that shapes disease risk and health promoting practices. | use the term
pathway of disadvantage to describe a social trajectory of events over the life course that
influence lung cancer risk and health seeking behavior. For the purpose of my study, I
bracket my analysis of the life course to begin with working conditions, and to end with

current risk for lung cancer. Figure 14 shows the relationship between the theme,
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pathways of disadvantage and the subthemes, working conditions, comorbidities, living

conditions and life outlook.

A pathway of disadvantageis a social trajectory over the life course that
significantlyinfluences health risk and health promotion practices.

Pathways of Pathwaysof  \wqrking conditions influence
disadvantage - .
dlsadvantage availability of material resources such
as income

Physical and mental disability related
Worklng conditions to working conditions and/or life event

ComO’b'd't'es Vulnerability to homelessness and
housing insecurity

lemg conditions

Competing priorities influence

perspectives on health and well being

Figure 14: Pathways of Disadvantage that Influence Lung Cancer Risk and Health
Seeking Behaviour

Working conditions

Working conditions are the social circumstances surrounding secure and safe
employment that provide a reasonable living wage to employees, contribute to keeping
them out of poverty, and enhance their overall health and wellbeing (Raphael, 2011b, p.
19). According to Mancini (2018) the contingent labor force (temporary workers with no
benefits) make up to 30% of the total labor market. For the participants however,
temporary, part-time, or contract jobs were the norm. My study sample therefore was

100% contingent labor.
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Subsequently, participants described the fluidity of their work-related income, and
the associated stress of not having predictable economic stability:

I'm always worried about tomorrow. It's like okay, | have some (money) this week
okay, let's see if I can get some more for next week (Jack).

Participants also pointed out how the income instability affected the availability of day-
to-day resources such that they frequently found themselves without enough resources to
meet their living needs:

When you drive a taxi especially... .... your income is very fluid. You can do well
one day and just barely cover your costs the next. So, yeah, there are times when
it has been difficult to make ends meet (Caitlyn).

Difficulty transitioning in between jobs were periods of extreme financial hardship for
some participants. One participant relayed the economic turmoil associated with
unemployment and he explained how he had to geographically relocate his family in the
hopes of findings more secure employment:

In the UK I lost, well I was on a contract in the UK and | lost my job there and
that was very difficult to find another job and in fact in the end | moved back to
Canada. So, yes, I've had a family, you know family dependents on me and yes,
I've been unemployed and you know I've had, yeah, | could say I've had a pretty
up and down economic history (Harold).

Importantly, several participants had physical disabilities that could be traced back to
their working conditions. This is explored in the next subtheme.
Comorbidities

Comorbidities are multiple chronic illnesses that occur in combination and require

complicated clinical management in order to maintain adequate health (Meghani et al.,
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2013). For several of the participants their comorbidities were directly linked to their
previous occupation and nine out of eighteen participants reported spinal and joint
injuries and arthritis leading to severely restricted current mobility. The correlation
between being a manual laborer, debilitating pain and restricted mobility is drawn out by
this participant:

My body. It's like the problems with my back and everything just didn't instantly
happen. It's, it was going on with me for like years you know and even when | was
40 years old, 45 years old like my back just pounded like crazy like | was always
in a lot of pain and | ran you know dozers and scrapers for years like | started
really young and you know like it was that type of thing just you know | was
suffering a lot in you know the jobs I was doing. | was just in agony you know a
lot of the time. Oh, it isn't like it just all of a sudden happened. It was a really
slow process again really early (Philip).

Participants also reported mental health issues such as loneliness and depression.
This was more common in participants who had experienced loss of a loved one. Three
participants were currently dealing with alcohol and/or gambling addictions following the
death of their spouse. One participant described his inability to continue his contract job
after his wife fell sick and he spoke of his subsequent dependence on welfare and
difficulty in making ends meet. He discussed his need for anti depressants and sleeping
pills to cope with the physical and financial burden of caregiving:

My wife had an accident. After that | had to take care of her, so | had to like quit
the job ... she had a head injury, yeah, it's a long time ago like 2004 or
something.... eVerything changed...suddenly you have to take care of almost
everything.... You know it does not immediately appear, like appearance, like just
stress. But after a while you feel like tired, headache, irritate, you know the mood
is sometimes just uncontrollable something like that. You want to escape. You
want to be alone. These kind of things (Walter).
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The loss of work-related income, with or without the onset of a physical or mental
health issue pushed the participants into a housing crisis, and this association is well
documented in the literature (Gaetz, 2013; Gaetz, Gullier, Richter, & Marsolais, 2015;
Gaetz et al., 2016). | discuss this in my next subtheme.

Living conditions

Living conditions can be broadly defined as the conditions in which one lives
based on social class. To be homeless therefore, implies a situation of unstable housing
such that there is no permanency in the place of residence, or the immediate ability to
acquire it. In my study, seven out of eighteen participants were interviewed face-to-face
during their stay at a homeless shelter. Other participants self-reported their housing
status through the health equity survey. Of these, eight were living in subsidized housing
and the remaining three were renting a place to stay. During the interviews, all
participants shared experiences of being de-housed and the economic poverty and social
exclusion that was associated with it (Oudshoorn, 2018).

Building off the work of Layton (2000), in which two decades of research
demonstrated that increasing homelessness in Canada was associated with an increase in
job dislocation and a government disinvestment from affordable housing, others now
explicitly cite three main reasons for our current levels of homelessness: (i) a shortage in
the supply of social housing that needs an adequate infusion of government resources; (ii)
a growth in the contingent labor force with a decline in full-time, well-paying jobs; and

(iii) cuts in social services spending leading to reduced social assistance, and a means-
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tested employment insurance that has left many unemployed individuals scrambling to
prove eligibility (Gaetz, 2013; Gaetz et al., 2015; Gaetz et al., 2016; Mancini, 2018).

Earlier, | had shared how one of the participants used the analogy of a spin-dryer
to describe his precarious housing situation. This experience was commonplace among
participants. The link between unstable working conditions, a fluid income, lack of
adequate social assistance through unemployment benefits, and becoming chronically
homeless is described in much detail by this participant:

Well | pretty much wound up in shelters because like when you run heavy
equipment it's not like I was working all year round. | would only work maybe
eight months out of each year you know and it was all union work so sometimes
the jobs the union would send me to would be six months, some would be a year,
some would be longer so | was in and out of shelters you know. It wasn't like |
stayed there for ten years straight. | would get out of a shelter and the job that |
would be sent to you know would end, and then I'd go on unemployment, and my
unemployment would run out, and then | would go back to a shelter, and it
seemed like the more times that | went back to the shelter you know | knew what
to expect. And then | would get out of the shelter, and you know things would get
going good again and (then) things would go downhill again (Philip).

Public policies that propagate homelessness include social assistance policies that
fail to support individuals during their work transitions, as well as limited support in first
and last month rents when leasing an accommodation (Oudshoorn, 2018). The vicious
cycle of poverty, low wages, unaffordable housing and housing policies that make the
prospects of securing stable housing a distant reality was voiced by this participant:

Oh, the housing | mean it's $2,000.00 a month for an apartment and you got to
have first and last. Where is a guy who's working, or in a hostel, (or) you know
even if he gets a decent job that's paying $20.00 an hour, he's going to have to
stay there for three months to make up enough money and that's if everything goes
perfect for him at $20.00 an hour. I mean you'll have enough to, because he might
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get a place for $1,700.00 you never know but | mean then you might have to
travel right across town to get to his job too, so that's another $150.00 that he's
going to have to spend a month (Barry).

Earlier | had shared how eleven of the participants can be identified as preseniors
(individuals between the ages of 51-64 years). Preseniors are particularly vulnerable to
homelessness given their declining working and health conditions and the limited supply
of subsidized housing that is suitable to their needs (Walsh et al., 2015). One presenior
described his experience couch surfing with a friend, and then his subsequent decision to
compromise on a subsidized housing unit in a building where he felt physically unsafe
due to the ongoing violence. He explained how his choice eventually pivoted around
being in geographic proximity to his doctor:

I was living in a room with a buddy of mine and | had an application in with
housing for years and they sent me to one building which was even worse than the
one I'm in now and | refused that one. They showed me this one and | was going
to refuse it too but then I thought well if I refuse this there's only one other
building and it's way the hell out in the east end so | had to accept this one to be
downtown because my doctor is here (Jaden).

Mancini (2018) uses the phrase “circle of dislocation” to describe the downward
spiral of increasing depression and isolation that occur when individuals lose income
generating opportunities, face deteriorating physical and mental health, and subsequently
become de-housed. | discuss this in my next subtheme on life outlook.

Life outlook

Life outlook describes a particular belief about the future. For the purposes of my

study, life outlook signifies a specific belief about personal health and wellbeing which is

shaped by competing life priorities. While it is known that individuals living with low
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income who are eligible for lung cancer screening have fatalistic beliefs about their own

wellbeing (Quaife et al., 2017), my inquiry was focused on how these beliefs were

sociohistorically situated. | was also interested in how the trajectory of beliefs differed

between participants who chose to be screened versus those that did not.

Table 4 shows the social trajectory and life outlook for a participant who was not

interested in screening for lung cancer and was residing in a homeless shelter at the time

of the interview. Kane worked as a manual laborer and found himself struggling to

maintain work and a stable income after he fell sick. He uses words such as “violent” and

“terrible” to describe his current living conditions. He felt helpless and requested for

support in finding a place to stay. Specifically, his current expression of hopelessness and

depression demonstrate his situatedness in a downward spiral of dislocation:

Critical Milestone

Participant Quotes

Working conditions

| used to be a bricklayer.

Comorbidities

| had two seizures and | woke up in the hospital.

Living conditions

And the violence. A lot of violence. I've seen terrible things and
I've heard terrible things. I've seen terrible things...... Help me
find a place.

Life outlook

Depressing. | don't know. Suicide comes along once in a while.
No plans or anything it just pops into my head and goes away.
But | know there's a lot better out there. | know I've been out
there.

Interest in lung
cancer screening

Participant chose not to be screened.

Table 4: Social Trajectory for a Participant Non-Screener
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Mancini (2018) states that a home which is: “safe, affordable, permanent, of

quality, of one’s choice, and having the appropriate supports” is vital to break a

downward spiral in the circle of dislocation. This sentiment was reiterated in the social

trajectory of my participant, Barry, for whom housing was a key enabler in his health and

wellbeing. Barry worked as manual laborer and suffered physical disabilities which led

him to homelessness and experience living on the streets, in hostels and in homeless

shelters. As shown in table 5, his life outlook changed with a safe and permanent place to

call home. Specifically, a house enabled him to become “sane” and “healthy”:

Critical Milestone

Participant Quotes

Working conditions

| used to frame houses.

Comorbidities

My knee tore up, | can't frame anymore.

Living conditions

Well I mean without housing you got nothing. I'm sorry. You
can't go to school, you can't go to work, you can't do nothing.
You can't look after your health like I mean right now I'm living
great... | always have lots of food in the cupboard you know,
and | pick up a couple of hundred bucks a week just walking
dogs.

Life outlook

For me it was because | had housing and | wanted to look into
my health. But for guys on the street and in hostels man, they
have other priorities. They need housing first before they can do
anything. And that's going to be their problem and like yeah, I'll
do that, sure but right now I'm doing this, | need housing you
know; you're way down at the bottom of their priority list right
now because for me anyway, you would be too because I need
housing. | got to get myself quiet and healthy first and a sane
mind at least to be able to make an appointment but I mean
you're not going to do that when you're fighting with residents
and staff at a shelter or on the streets.

Interest in lung
cancer screening

Participant chose to screen.
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Table 5: Social Trajectory for a Participant Screener

For participants, the availability of material resources at the micro level such as
income; and macro level such as affordable housing directly influenced their health risks
and choice to seek preventative health care. This is consistent with the material model of
health inequities as proposed by Bartley (2004, 2016).

5.7.2 Lung cancer risk and early detection

Smoking is identified as the single largest risk factor for lung cancer and
currently, enrolment criteria for the lung cancer screening pilot in Ontario are based
primarily on an individual’s smoking history. For the purpose of my analysis then, the
theme lung cancer risk and early detection are the upstream factors which shape smoking
behaviour and lung cancer screening choices. The subthemes of this category are:

Smoking context, smoking cessation and screening perspectives as shown in Figure 15.

Lung cancer risk and early detection are the upstream factors which
shape smoking behaviourand lung cancer screening choices.

Lung

] cancer  Smoking behaviour

Lung cancer risk
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depends on daily stress
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Smokmg context

mokmg cessation

Secure housing Competing life

influences an priorities shape

inclination towards reluctance to

preventative health participate in

care preventative health
care

Screenlng perspectives

Figure 15: Lung Cancer Risk and Early Detection
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Smoking context

Poland et al (2006) define context as: “the circumstances or event that form the
environment within which something exists or takes place.” As a subtheme, smoking
context is the lived situation within which smoking occurs or is promoted.

All participants shared experiences of smoking at an early age. This is in keeping
with tobacco control reports that illuminate a high prevalence of smoking uptake in
adolescents prior to the age of 25 years in the mid 1950’s (Burns et al., 1997). Most
participants began smoking between the ages of thirteen to eighteen years on school
property:

We used to smoke behind the yard you know in the school during school break
you know (Harold).

Participants described smoking as an acceptable practice that was common among
their peers. This is also consistent with data that illuminates the social acceptability of
smoking in the mid 1950°s (Steinfeld, 1972) and the heavy promotion of smoking
through advertisements by the tobacco industry (Burns et al., 1997). One participant
drew the links between the social acceptability of smoking, the availability of cigarettes
at a reasonable price point, and mass media advertising which promoted its use:

| guess like 14, 15; 15 years of age and | guess | was starting. Other people were
starting to smoke so | thought yeah, I'll go along with it, with the crew or
something like that... Cigarettes in those days were $0.45 cents | think for a
package of cigarettes so even with my measly earnings delivering newspapers I
was able to purchase cigarettes so the price was right and then they were
available and there was no advertisements about harm to your health on at that
time. There was very little said about cigarette smoking, and it was heavily
propagandized in Hollywood films and that, so you know (it was) just a thing of
the time (Patrick).
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Studies demonstrate the selective promotion of tobacco products to certain
demographic groups through targeted advertising campaigns and more product
availability via lower price points and higher discounts (Apollonio & Malone, 2005; Lee
et al., 2015). One participant recognized how his smoking behavior had been shaped by
the economic availability of cigarettes at half the price point ($0.25 instead of $0.45) of
my other participants:

Things were very cheap (where | was) ... | paid $0.25 for a large pack of
cigarettes so it was easy to be ...a heavy chain smoker (Barry).

The unequal distribution of smoking such that the consumption of cigarettes is
moderated by selective profiling and campaigning of products to marginalized
populations by the tobacco industry reflects the underlying organization of society that
underpins the collective lifestyle behaviour of smoking in the socially disadvantaged
(Poland et al., 2006).

Smoking cessation

For the purpose of my study, | define smoking cessation as a minimum period of
one year during which my participant did not smoke. All eighteen participants had
attempted smoking cessation at least once. This corresponds to studies which have
demonstrated that individuals living with low income (Kotz & West, 2009), or those who
are homeless (Arnsten et al., 2004) have a high inclination towards quitting smoking. At
the time of my interviews however, only three participants had successfully been able to

quit smoking, and four were actively enrolled in a smoking cessation program.
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For participants, living in close proximity to other smokers was a key determinant
of cigarette consumption as | have discussed in an earlier section. In addition, participants
shared how smoking helped them to cope with the stressors of daily life (Daykin &
Naidoo, 1995). Specifically, participants reported that having a cigarette would help them
stay calm during periods of stress.:

It could be family stress, it could be business stress, it could be I don’t know, it
could be a multitude of stress....... It was just stress in general. | would find that if
| smoked a cigarette | could relax for some reason (Hank).

Participants also drew the link between the number of cigarettes they smoked in day to
the amount of stress they were experiencing. As one participant shared:

Yeah, | tried before but like the stress doesn't help much but right now my stress
level is pretty good. Like some days | don't even smoke a cigarette. Some days |
smoke one, two like for the last three months and it's like okay, if I have no stress
and I'm happy and walking around and | can go like two, three days without
having a cigarette (Jack).

Importantly, all of participants who were residing in the homeless shelter at the
time of the interviews were actively smoking. The pervasiveness of cigarette
consumption in homeless populations is documented in the literature (Baggett & Rigotti,
2010). Four participants who were enrolled in a smoking cessation program were living
in subsidized housing. These participants described feeling empowered by a place to call
home. As this participant explains, housing was the first step towards having control over
his own safety, and subsequently his personal health and wellbeing:

Well I'm always under the impression it starts out with a foundation and the
foundation is having a place of your own with your own washroom, your own
kitchen and your own door that you can lock at any time you want. | would know
from personal experience the feeling of saying wow, I can lock this door and I'm
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in control of everything. That's cool because out on the street you don't got no
control over nothing (Jaden).

Of the three participants who had been able to quit smoking one was living in
subsidized housing, and the other two were renting a place to stay and reported incomes
between $30-50,000 a year. For these participants, having access to material resources
(such as income and housing) directly influenced their ability to choose and benefit from
health enhancing resources such as a smoking cessation program. This participant
describes in detail how subsequent to stable housing he was able to plan a step-by-step
approach to smoking cessation:

Well it was planned because when | was smoking a pack and a half a day and
then | cut it down to a package and a quarter a day, then I cut it down to a pack a
day, then down to % of a pack a day, then I cut it down to a half a pack a day and
then | cut it down to six cigarettes a day. At that point | went to my health
provider and got on a plan to get the patch for I think it was two weeks on my arm
and to cut out smoking completely (Hank).

The key enabler for smoking cessation for participants, therefore, was housing.

Screening perspectives

Screening perspectives are defined as the inclination or reluctance to undergo
screening for lung cancer with LDCT. In my study, all eight participants who had
undergone screening had their own place to stay (subsidized housing or rent), and all had
active telephone lines. Five out of eight of these participants reported having participated
in other preventative health checks such a colon cancer screening. All three participants

who had successfully quit smoking had also chosen to be screened for lung cancer.



148

An important difference between participants who chose to screen and those who
did not screen was the availability of resources that encompassed the choice. As this
participant explains, housing was the first step towards better self-management, greater
health awareness, and his decision to go for lung cancer screening:

Well 1 quit smoking and | was curious about the shape of my lungs because I
smoked for 40 years. .... | mean I'm just in a much better environment like | mean
with the housing and that. |1 know when | can keep appointments now and things
like that. | can look after; | can manage my health much better. | can do things
much better now...... It all works off of housing sorry (Barry).

In contrast, the lack of material resources such as income and housing
substantially narrowed the realm of choices that participants could make to enhance their
health. Such participants had competing priorities that were urgent and more important to
them than screening for an illness that could possibly occur several years down the line.
This participant used an analogy of a falling yet ignored limb to refer to the irony of
recommending a preventative health check to a person who has more crucial needs such
as housing:

I'm trying to think of an analogy here. Yes, if a man walks into a health clinic with
his leg hanging off; and the doctor says what's wrong with you the person says
I've got a cold; [Laugh]. You know people get misdirected as to what is actually
wrong with them (Harold).

The theme lung cancer risk and early detection explored the upstream factors that
shaped smoking behaviour and screening perspectives for participants. Housing was
identified as a key enabler that widened the realm of choices available to participants

such that they were able to successfully quit smoking and seek preventative health care.
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5.7.3 Safe spaces of care

The themes pathways of disadvantage, and lung cancer risk and early detection
have provided a sociohistorical framework within which to situate the clustering of
deprivation, smoking behaviour and screening perspectives. In this section I describe how
participants interactions with their care providers conditioned their life choices such that
they were either able to promote their health or refrain from seeking further care. | use
the definition of a safe space as described in the Merriam Webster Dictionary. Therefore,
a safe space of care is “a place that is free of bias, conflict, criticism, or potentially
threatening actions, ideas or conversations”. The subthemes for this category are power

and influence as shown in Figure 16.

A safe space is a place that is free of bias, conflict, criticism, or
potentially threateningactions, ideas or conversations

Safe . .
spaces Power differentials

[ Safe spaces of care ] of care between care
providers and patients

Provision of care Provision of care
which is sensitive to  which is
i i judgemental and
Power souoc_ultural history  judgeme
of patient insensitive

Trust and Mistrust and

collaboration to avoidance of
better health services

Figure 16: Safe Spaces of Care
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Power

Dowding (1996, p. 4) defines power as the ability of an agent to act. For purposes
of analysis, Dowding (1996, p. 48) further breaks down the concept of power into (i)
power ‘to’, or outcome power, in which an agent is able to create an outcome, and (ii)
power ‘over’, or social power, in which a social relation between two individuals is able
to influence an outcome. This is an important concept for my analysis since participants’
opportunities to choose health seeking practices, or the power ‘to’ choose preventative
healthcare was shaped by the quality and distribution of material resources as | have
discussed in my previous two themes. In this subtheme, | focus on the notion of power
‘over’ as a social relation in which one person (or group) dominates to shape the
available ‘choices’ of a subjugated person (or group) (Dowding, 1996, p. 51) .

Participants who were living in the homeless shelter were most affected by power
relations, such that even day-to-day activities such as meals and drinks were stripped of
individual agency and controlled by the institution to be only served at specific
predetermined times. During my face-to-face interview with this participant | observed
his agitation (he got up several times to try and find food or coffee), and lethargy (his
speech was soft and slow), as he linked his exhaustion to a hungry stomach which he
described as an empty gas tank:

| haven't had any food and I'm very low on energy. No coffee. And | just got out of
bed, and | have like quite a bad cold, and | mean usually I'm up before this and
I've had some food and so, but there's no gas in the tank so to speak (Patrick).

The shelter held power ‘over’ basic resources for my participant, and he felt this acutely

the day he had slept in because he was not feeling well.
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Participants who were eager to find housing described themselves as trapped,
helpless, and increasingly depressed in a downward spiral of dislocation. Specifically,
this participant used the word ‘warehoused’ to explain how it feels to be stuck in between
unavailable housing on one end, and derogatory living conditions in a homeless shelter
on the other end:

Well I mean there's no way out of them (shelters) because there's no housing or
nothing available so you just, you're just warehoused there and people there don't
give a shit about you, you don't give a shit about your neighbours so, and it's just
a depressing place that people just go down and down and down. The longer you
stay there, the deeper you're in (Barry).

Participants were therefore powerless, as they could not take any action to improve their
living conditions given the lack of affordable housing (political power ‘over’ availability
of housing supply) and the inability to live in a safe place (institutional power ‘over’
daily practices).

Participants who were living in subsidized housing shared experiences of being
dependent on workers in the social service sector to determine eligibility for benefits such
as ODSP (Ontario Disability Support Program) and unemployment insurance.
Participants relayed these experiences as stressful and demeaning, and worse than living
in poverty itself. This participant had to quit his job to provide long term care for his
wife, and he used words such as ‘beggar’ and ‘pest’ to describe how it felt to ask for
welfare from someone who had power to judge ‘over’ him:

The most important impact is not having less money to spend, it is that you have
to face the government workers. They are not very sympathetic to that thing. They
treat you like you are a beggar or pest or something like that. It's that kind of



152

feeling. It makes you feel that you don't want to come to them to ask for help
(Walter).

Feelings of subordination were common among participants. One participant used
the analogy of warding off mice from the kitchen to describe how marginalization was
perpetuated by public policies that shaped the distribution of resources to homeless
populations:

You think the politicians even care? No. If you check a map and look on a map
you will find 98% of all the care that is needed for the homeless is between
Spadina, Broadview, Bloor and the Waterfront. Why are all the people that need
the most services kept downtown in one spot? Well | have a terminology that my
father used to use, and it describes the way the government and policies work and
the general public think about homeless people. He would say if you got rats in
your basement and you don't want them to come and eat the food in your kitchen?
Throw food in the basement and they'll stay in the basement (Jaden).

Participants occupied a hierarchical social rank order that was determined by the
unequal distribution of power. Subsequently, they both felt and experienced relational
deprivation. This is consistent with the psychosocial model of health inequities proposed
by Bartley (2004, 2016).

Influence

As | have discussed earlier, the availability of material resources such as income
and housing were important to empower participants to make choices to advance their
health. In my study, eight participants were living in subsidized housing at the time of the
interviews. Five of them chose to be screened for lung cancer. Three did not. What were
the key differences between these two groups of participants? And what were the

differences in their lived experiences that influenced them to make different choices?
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Influence is the power to have a direct effect on someone so as to change their
actions in an important way. In relation to my study, | bracket the subtheme of influence
to the lived experiences of participants’ clinical encounters with physicians, and the
impact of these experiences on their subsequent health promoting choices.

Clinical encounters between patients and health care providers are characteristic
of an asymmetric distribution of power given the training and expertise which physicians’
possess, and the services which patients’ need that only physicians can provide (Nimmon
& Stenfors-Hayes, 2016).

One way in which physicians can share power in the clinical encounter is through
the use of reflective, caring, and empowering language (Nimmon & Stenfors-Hayes,
2016). Such communication has shown to improve patients’ perception of trust (Bending,
2015), increase the likelihood that patient’s will follow through on physician
recommended treatment (Zolnierek & DiMatteo, 2009), and improve patient outcomes
such as emotional health and pain control (Stewart, 1995).

Participants who had a relationship with their physician that was based on trust
and mutual respect shared experiences of care that was sensitive to their life
circumstances. This participant described how his physician’s language was simple and
‘street-like” and he felt so comfortable during his clinical encounters that he did not even
feel like he was having a health check:

Well she has a street-like attitude about things ... she doesn't have to talk with
fancy words, and you know. We get along well like our rapport is quite good. She
knows where I'm from and you know a lot more than most people know about me
S0, yeah, she's somebody | feel I can trust you know. You can tell her things and
it’s; she understands what you're talking about and stuff like that ... You're not
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actually on a visit there, you're just talking to her and its straight talk, like she
doesn't treat you like you're below her or anything like that (Jaden).

Another participant shared how trust was essential, and that higher levels of trust
increased the willingness of patients to comply with recommended treatment:

The more you trust, the more you trust that person, the more you're going to be
willing when they do suggest things (Caitlyn).

All five participants who lived in subsidized housing and chose to be screened
had a collaborative relationship with their physician and took opportunities to enhance
their personal health and wellbeing. On the contrary to these experiences, the three
participants living in subsidized housing who chose not to be screened, described clinical
encounters that were judgmental and insensitive to the sociohistorical realities that
constituted their lives.

One participant described his feelings of worthlessness after meeting with his
physician; as a person living with low income who had received funding support to get
medications, being told that he was using the system for his benefit reminded him of
when he was a hungry child begging for food:

They helped me with 60% of the cost of my prescription. One day she said to me
that | am taking advantage of the system and I don't know how? How with all my
gratitude and the love that | have for her? It made me feel like shit. It made me
feel like when I was a little kid and my mother put me on the street to beg for a
piece of bread, looking for something to eat in the garbage cans, and a few
tomatoes (Rocco).

The same sentiment is reiterated in the words of another participant who avoids

interacting with the health system as much as possible:
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| got treated really bad from doctors and | didn't want to go into another office
and get treated like a piece of garbage because you come out and you feel twice
as bad (Damien).

After | had concluded my study interviews, two out of the three participants living
in subsidized housing who were not interested in lung cancer screening requested to be
referred for the test.

Charmaz (2016) describes the interview process as an ‘emergent interaction’, one
in which the interviewer and interviewee develop an intimate connection that enables
participants to share their stories, reflect on the past, and make new interpretations. As
such, the interview is a ‘space’ which is bound in time and context (Charmaz, 2016). It is
a space that allows participants to share their stories and validate their emotions. This
change in opinion about the test was contextual to the interview space and can reflect my
influence or power ‘over’ participants in shaping their life choices. Given that I did not
directly ask participants if they had or wanted to change perspectives towards lung cancer
screening, it is unlikely that their change in opinion after completion of the interview
stemmed from social desirability (Fisher, 1993).

5.8 Chapter Summary

In this chapter | created a space to reveal the lived experiences of the research
participants. | display how their living and working conditions have resulted from a
trajectory of disadvantage over the life course, and | share how these experiences impact
their need and ability to seek care. | have highlighted how ‘choice’ is contextual to the
availability of material resources such as income and housing, and how ‘choice’ is

influenced by having access to safe spaces of care.
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CHAPTER 6
Discussion of Study Findings

The more radical the person is, the more fully he or she enters into reality so that,
knowing it better, he or she can transform it. This individual is not afraid to
confront, to listen, to see the world unveiled. This person is not afraid to meet the
people or to enter into a dialogue with them. This person does not consider
himself or herself the proprietor of history or of all people, or the liberator of the
oppressed; but he or she does commit himself or herself, within history, to fight at
their side.

— Paulo Freire, Pedagogy of the Oppressed

6.1 Screening for Lung Cancer

Screening for lung cancer with LDCT has the potential to diagnose tumors at an
early stage increasingly the likelihood of curative therapy (The National Lung Screening
Trial Research Team, 2011). This is important given that lung cancer is one of the most
commonly diagnosed cancers in Canada, and is responsible for a quarter of all cancer-
related deaths (Canadian Cancer Society’s Advisory Committee on Cancer, 2019). For a
screening intervention to be successful at lowering mortality it must reach the population
at highest risk of developing the illness and reach uptake levels of at least 70% (World
Health Organization, n.d.-a). For lung cancer screening, this implies an engagement with
individuals between the ages of 55-74 years, who have smoked cigarettes daily for a
minimum of 20 years (Cancer Care Ontario, n.d.-a).

Historically, individuals with lower levels of income and/or education, or recent
immigrants are the least likely to participate in preventative health checks such as cancer
screening (Cancer Care Ontario, 2016b). For lung cancer screening this is particularly

problematic since the highest incidence of lung cancer is found in populations
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disadvantaged by a variety of social determinants such as income and education (Mitra,
2015). Lung cancer screening therefore presents two very specific challenges: (i) a
distribution of disease which is proportionate to the degree of social disadvantage; and
(if) an opportunity to screen for the disease but with lowest uptake in the target
population.

One of the ways in which health systems can respond to the inequitable uptake of
health interventions is by engaging with patients in the identification of strategies to
enhance the effectiveness of the intervention (Tugwell et al., 2006). This way patients can
guide the development of a multiprong approach to the intervention (such as education,
resources, and tools) needed to maximize the availability and accessibility of the
intervention to the target population (White et al., 2009). This approach, called targeting
within universalism implies that a universally available intervention must be
accompanied by specific uptake strategies that positively discriminate towards those at
highest risk (Frohlich & Potvin, 2008).

My study therefore sought to fill this knowledge gap in the context of lung cancer
screening which is currently being pilot tested in the province of Ontario. Specifically, |
wanted to understand the perspectives on choice for lung cancer screening in patients
living with low income. In my study | used a stance of problematizing (Freire, 1974) in
order to understand the sociohistorical situatedness of participants health seeking choices.
This is important because the act of choosing to participate in health promoting behavior,
i.e. agential activity, does not occur in a vacuum, but rather is sequential to the social

context that encompasses the activity, i.e. structure (Archer, 1982, 2003).
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Participants identified living conditions such as housing to be a key determinant
of health and wellbeing, particularly in the context of a preventative health check such as
lung cancer screening. Significantly, only those participants which had their own place to
call home had undergone screening. It was only these participants who felt empowered
enough to seek opportunities to advance their health and then take action to utilize the
service. Importantly however, participants who chose not to utilize lung cancer screening
lived in diverse housing situations including subsidized housing, or a homeless shelter.
For these participants housing was a barrier to care, however, their choices were also
shaped by interactions with their healthcare providers.

None of these findings in themselves are new. Studies consistently demonstrate
lower uptake of cancer screening amongst homeless or housing insecure populations
(Asgary, 2018). In addition, housing insecure populations face multiple challenges in
accessing health care such as transportation, competing priorities, and comorbidities (Suh
et al., 2016). The association between stigma, and mistrust of healthcare providers is also
well documented (Carter-Harris et al., 2017). Where these studies fall short however, is
in their analysis of the ‘policy problem’. Specifically, there is recognition that
improvements in access to cancer screening, and in particular lung cancer screening can
be redressed by ‘policy solutions’ at the individual, provider and systems level, however,
the proposed locus of action remains at individuals. This culture of ‘helping’ socially
disadvantaged populations in accessing care is guilty of neglecting the social conditions
that shape their disease risk and prevention efforts in the first place and is shown in

Figure 17.
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Figure 17: Health System Design Thinking in Lung Cancer Screening Interventions

Petticrew et al (2009) have described health inequities as a wicked issue, since it
is “a problem that is complex, difficult to define, with no immediate solution, and one
where every wicked problem can be considered to be a symptom of another problem”. In
this context, health promotion efforts that are geared at improving the ability of
individuals to participate in cancer screening are important. They represent however, only
a singular way of approaching health inequities, and therefore are likely to be
insufficient.

In order to tackle health inequities more appropriately, Petticrew et al (2009)
suggest that: “better evidence to address this wicked issue therefore will involve
synthesizing complex sets of evidence across disciplines and methodological divides, and
understanding the process and context of interventions, while using these syntheses to

inform real-world decisions.” My study therefore presents more than a semantic
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description (Boyatzis, 1998) of participant perspectives. Rather, | use a latent approach
(Boyatzis, 1998) to analyze and interpret the context within which these lived
experiences occurred.

6.1.1 Pathways of Disadvantage

The theme pathways of disadvantage illuminate how a social trajectory of
disadvantage over the life course significantly shapes lung cancer risk and health seeking
behavior. Specifically, my analysis moves well beyond ‘housing’ as a policy problem.
Rather, | identify housing insecurity as the eventual outcome of a social trajectory of poor
working conditions and subsequent ill-health.

This is important to reflect upon.

Why did the research participants have lower paid and insecure jobs? Why were
they unable to sustain a reasonable standard of living as they transitioned in and out of
jobs? And what is the significance of this finding in a country with growing income
inequality (Macdonald, 2018), rising levels of poverty (Raphael, 2011b), and increasing
homelessness (Mancini, 2018)?

According to Mancini and Raphael (Mancini, 2018; Raphael, 2011b), the
retrenchment of the state from the provision of social services in the 1990’s is directly
correlated with a rise in material deprivation. In particular, policies which led to a claw
back of unemployment insurance, a reduction in social assistance and a weakening of
labor unions resulted in a massive crack in the foundation for those working part time and
temporary jobs (Mancini, 2018; Raphael, 2011b, p. 187). With no recourse to escape a

precarious job market, and minimal assistance provided through increasingly means-
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tested social policy (Raphael, 2011b, p187) individuals who grappled with job losses and
insecure income were the most likely to fall straight through the cracks. Mancini (2018)
describes this situation as a vicious “circle of dislocation”, in which individuals who have
lost their jobs and subsequent income continue to spiral downwards as they lose their
families and homes. Frequently this spiral is associated with a rise in addictions and
mental health issues (Mancini, 2018). For many participants, this downward spiral was
accelerated by occupationally related musculoskeletal disorders (Cherry, 2001) that
resulted in physical disability.

Participants descriptions of day-to-day stress, difficulty making ends meet, and
feelings of stress and degradation read like a typical textbook description of the
experience of poverty (Raphael, 2011b, p. 178). Similarly, the housing crisis which they
continue to face is a reflection of poor public policy such as a disinvestment from social
housing and the abolishment of rent control (Raphael, 2011b, p. 344). Poor health and
quality of life are closely linked with the social and material deprivation associated with
poverty (Raphael, 2011b, p. 179) along with feelings of apathy and hopelessness
(Raphael, 2011b, p. 303).

We are in an era that is seeing massive job losses in the manufacturing and
service sector (Mancini, 2018). In addition, there is a rise in the number of people
working temporary and/or part-time jobs. Jobs that typically offer lower wages and fewer
benefits (Mancini, 2018). At present a third of the labor force is employed in a temporary

or part-time position (Mancini, 2018). What are the implications of these working
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conditions? And how can we prevent an increasing number of people who are facing
compromised working conditions from going down a pathway of disadvantage?

Certainly we need interventions in place to provide income support to individuals
going through life transitions, although these should be universally delivered rather than
means-tested (Raphael, 2011b, p. 187). However, a focus on individuals alone will not be
sufficient to hold off the surge of individuals facing an imminent financial and housing
crisis. At present, 20% of the individuals renting in Toronto are spending up to 50% of
their income on housing (Raphael, 2011b, p. 344). Solutions to address this problem
adequately will require a mix of social and economic policies that uplift the living and
working conditions of individuals as well as provide adequate support to see them
through their life transitions.

6.1.2 Lung Cancer Risk and Early Detection

The single biggest risk factor for lung cancer is smoking. It is for this reason that
individuals between the ages of 55 and 74 years, and who have a history of smoking
cigarettes daily for at least 20 years are categorized as high-risk for developing lung
cancer (Cancer Care Ontario, 2017d). In Ontario, strategies to reduce lung cancer risk
include the identification of personal risk through online screening tools (Cancer Care
Ontario, n.d.-b), recommendations to stop smoking, targeting priority populations
through smoking cessation programs, provision of free nicotine replacement therapy
(Cancer Care Ontario, 2018), and public policy measures that include advocating for
smoke-free places and endorsing strategies that would raise taxes on cigarettes (Cancer

Care Ontario, 2018; Maley & Sherar, 2015).
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In Ontario, neighborhoods demonstrate a clustering of social disadvantage such
that smoking consumption matches material deprivation, residential instability and
marginalization (Cancer Care Ontario, 2018). Indeed, smoking behaviors are deeply
entwined with conditions of social disadvantage (Jarvis & Wardle, 2005) and become an
entrenched habit over the life course (Graham et al., 2006). Graham et al (2006)
illuminate how smoking careers i.e. smoking, smoking cessation and heavy smoking run
in parallel to social and economic policies which influence early childhood, education
and adult circumstances.

Participants in my study started smoking at a very early age because cigarettes
were available, accessible and because they were “the thing to do”. Much of this is
related to the mass marketing campaigns that ran across media stations and
sensationalized smoking in the 1950’s and 1960’s (Proctor, 2004). What is significant
however, is the fact that smoking cessation rates in socially disadvantaged groups are far
lower than those who are more privileged economically (Graham et al., 2006; Kotz &
West, 2009). Recent studies have highlighted that the ‘issue’ is not that people who live
in socially and economically deprived situations do not want to quit. Rather the
willingness to quit is equal across all social classes, however, it is only the socially
advantaged who able to do so (Kotz & West, 2009).

There are several explanations for why smoking cessation is difficult for socially
disadvantaged individuals: (i) they are more likely to be living in an environment where
they socialize and work with other people in conditions of social disadvantage and for

whom smoking is acceptable (Wiltshire et al., 2003); (ii) smoking is a way to relax and



164

cope with high levels of day to day stress (Siahpush & Carlin, 2006); (iii) disadvantaged
childhood, educational and employment trajectories shape the pattern and frequency of
cigarette consumption (Graham et al., 2006).

Interestingly each and every participant had attempted smoking cessation at least
once. However, only three out eighteen have been able to successfully quit smoking. The
reasons why most participants continue to smoke align closely to stress and their daily
living conditions. The three participants who had successfully quit smoking reported that
they were only able to do so was because they were proactive towards their own health
once they had found housing. The same three participants took part in screening for lung
cancer with LDCT. For these three individuals, having a place to call home significantly
improved their quality of life and future outlook. Having a home empowered them to care
for their health and wellbeing.

Housing First is an example of an approach to tackling health inequities that is
centered around improving social context by moving people experiencing homeless into
permanent housing (Gaetz et al., 2013). This is a very important strategy to mitigate from
the immediate dangers of homelessness, and to empower individuals to better their health
outcomes. However, efforts are also needed to move further upstream and address the
determinants of working and living conditions the are fueling the housing crisis. This is
important given the growing concentration of smokers living in socioeconomic
deprivation (Graham et al., 2006), particularly because levels of income inequality are
continuing to rise placing more and more people in positions of extreme economic

vulnerability (Macdonald, 2018).
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In this context it is important to discuss smoking cessation and lung cancer
screening. Midstream interventions geared at reducing cigarette consumption in the
socially disadvantaged are only likely to be effective if inculcated into a broader program
that addresses the social context of smoking behavior. As a standalone intervention
nicotine replacement therapy is unlikely to be effective in influencing smoking behavior
and reducing lung cancer risk. Similarly, lung cancer screening as a public health
program may inadvertently increase health inequities unless proactive and multiprong
strategies are in place. A midstream approach to increase utilization of screening in
socially disadvantaged populations must take into consideration their lived experiences
and subsequent action must be taken on priorities which they identify.

Ultimately, recognition must exist that health inequities occur on a backdrop of
social inequities and that upstream action on the determinants of these inequities must
occur in tandem. This will require political advocacy by workers in the health system and
a governance structure to promote health equity through health systems will be essential
to drive this mandate. In my study | have shed light on the following for lung cancer
screening as a health intervention which is designed to reduce mortality due to lung
cancer:

1. Hluminated socially generated inequities in lung cancer risk;

2. llluminated health system generated inequities;

3. Described the social determinants of smoking behavior and subsequently lung

cancer risk;
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4. Critically considered the potential of lung cancer screening to increase health
inequities;
5. Sought alternative ways of knowing to include the lived experiences of
individuals at high-risk;

6. Challenged self and system on assumptions and gaps in knowledge.
6.1.3 Safe Spaces of Care

A safe space of care is free of bias, conflict, criticism, or potentially threatening
actions, ideas or conversations. Much of the literature in barriers to lung cancer screening
are centered around the stigmatization of smoking, and subsequent lack of inclination by
individuals to engage with health care providers (Ali et al., 2015; Asgary, 2018; Carter-
Harris, 2015; Carter-Harris, Brandzel, Roth, et al., 2017; Carter-Harris et al., 2014;
Carter-Harris et al., 2017). Some studies illuminate that patients who perceive lower
levels of trust with the system and health care providers are less likely to screen for lung
cancer (Carter-Harris et al., 2017). A study which sought to improve cancer screening in
mentally ill and homeless women worked specifically to build collaborations between the
individuals and their health centre, thereby increasing the uptake of cancer screening
services (Heyding et al., 2005). None of these studies capture the essence of structural
violence which some of participants experienced. Structural violence specifically
occurred through the neglect of the structural origins of their illness and the delivery of
care which was insensitive and judgmental (Browne et al., 2015).

In the literature, | have found the description of cultural safety proposed by

Richardson and Williams (2007b, 2007a) to be most appropriate to the power struggles
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that underpin the stigma and mismanagement which some participants recounted.
According to Williams (1999) cultural safety is “an environment that is spiritually,
socially and emotionally safe, as well as physically safe for people; where there is no
assault challenge or denial of their identity, of who they are and what they need. It is
about shared respect, shared meaning, shared knowledge and experience of learning
together.” Whilst the term cultural safety is used almost exclusively in relation to
providing safe care to Indigenous populations, I find this term is best suited to describe
the kind of care that would have most benefitted the participants.

To impart care which is culturally safe implies that healthcare providers need to
be cognizant of power relations between themselves and patients, as well as recognize
any personal or systemic biases that may influence how they approach care. This is
furthered by a belief that the provider cannot impose his or her beliefs and personal will
upon the patient. The result is care that is responsive to needs, rights, and expectations of
the patient (Richardson & Williams, 2007b). Whilst my analysis was focused on the
experience between participants and their healthcare providers, participants described
experiences of infantilization and over control in the homeless shelters. These issues have
been previously documented in the literature (Inclusion Working Group, Canadian
Observatory on Homelessness, 2015) and the implications of the institutionalization of
homelessness were beyond the scope of the current study.

It is important to note that housing significantly empowered participants to take
both interest and action in their personal wellbeing, however, the attitude and influence of

their treating physicians determined their willingness to continue to engage with the



168

health system for any type of care. For some participants their decision to be screened
rested entirely on their interaction with their physician. For lung cancer screening,
physicians are gatekeepers to the service, and therefore have an extremely important role
to play in ensuring the equitable delivery of care. For a high-risk population that consist
primarily of socially disadvantaged individuals, physicians and other health care
practioners must learn how to deliver care that is free of personal biases to prevent the
perpetuation of oppression and the systemic reproduction of health inequities through
structural violence.

Recent work demonstrates that physicians may not be aware of power as an issue
in clinical encounters, and subsequently, physicians are unable to perceive power
dynamics (Nimmon & Stenfors-Hayes, 2016). The appropriate handling of power is
important as patients who view their physicians with trust (Bending, 2015) are more
likely to follow through on their recommendations (Zolnierek & DiMatteo, 2009) and
possibly improve their health outcomes (Stewart, 1995). While the current situation
represents a lack of appropriate skills needed to navigate the clinical encounter, it is also
an opportunity to train physicians on the social and political determinants of health.

6.2 Theoretical Perspectives

Studies illuminate how income (Ali et al., 2015) and housing insecurity (Asgary,
2018) influence the ability to access preventative healthcare such as lung cancer
screening. Studies also illuminate how stigma and fatalistic beliefs are common amongst
smokers (Ali et al., 2015; Carter-Harris, 2015), and that these sentiments along with a

general mistrust of the health system (Carter-Harris et al., 2017) influence avoidance of
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the health care system and their health seeking choices. Figure 18 depicts current
knowledge on factors that influence choice for lung cancer screening in patients who are

socially disadvantaged.

Living conditions

‘ Life outlook

| Screening perspectives

\ T

Figure 18: Current Knowledge on Factors Influencing Choice for Lung Cancer
Screening

The Health Belief Model is a widely used theoretical framework to understand
how a combination of health beliefs influence individuals to take action (Baum, Newman,
Weinman, McManus, & West, 1997, p115).

Carter-Harris et al (2017) have used the Health Belief model to predict the uptake
of lung cancer screening. They propose that: “individuals will participate in cancer
screening if they believe: (i) they are at risk for a cancer (perceived risk); (ii) screening
will reduce the consequences through early detection (perceived benefits); (iii) benefits to

participating in screening outweigh the perceived barriers; and (iv) they can accomplish
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the tasks necessary to complete the screening process (self-efficacy).” Therefore, Carter-
Harris et al, conclude that “for behavior change to occur in long-term smokers related to
lung cancer screening, individuals must believe they are at risk for lung cancer and that
getting screened will benefit them”.

The Health Belief Model has been described as a reductionist approach to
predicting human behavior, and has been criticized for failing to contextualize the
conditions surrounding the shaping of beliefs, and then simplistically correlating beliefs
to patterns of observed behaviors (Davidhizar, 1983).

The morphogenetic approach (Archer, 1982, 2003; 1998) offers a different way of
analyzing human action. In the morphogenetic approach, structure such as social
conditions predate any opportunities for individual action, i.e. agency. In this way,
structure shapes the life chances available at any given point in time. In addition,
interactions between individuals are influenced by preestablished relationships in society.
And these interactions can shape agency to be morphogenetic (taking action for change),
or to be morphostatic (resisting change) (1982). Understanding structure and agency in
this way allows for a meso-level of theorizing human action over time and space. Whilst |
am not aware of any health studies that have applied the morphogenetic approach to
understand agency, this theoretical framework has been used in studies on higher
education (Case, 2015; Li, 2016) and criminology (Vaughan, 2001)

As described in Chapter 2, the basic assumptions of the morphogenetic approach
are: (i) that there exist at any given point in time structural relationships in society, (ii)

that these social structures influence social interaction, (iii) that causal relationships exist
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between individuals and groups that influence social interaction and, (iv) that social
interaction can influence social structure (Archer, 1982), see Figure 6. In Chapter 4, I
have further advanced this theory in the context of lung cancer screening (see Figure 8):

1. T1: Social, political, cultural and economic contexts influence current lung

cancer risk;

2. T2: Socially disadvantaged patients interact with the health system through

various contexts;

3. T3: These interactions condition patients to respond in a certain way;

4. T4: Decision making to seek preventative health care is based on these

interactions and can lead to:

a. T4a: Structural reproduction, by negative perspectives towards health
and health seeking choices, subsequently maintaining the status quo
and perpetuation of lung cancer risk; or

b. T4b: Structural elaboration, by positive perspectives towards health
and health seeking choices subsequently transforming behavior and
potentially lowering lung cancer risk.

The morphogenetic approach is rooted in the concept of analytical dualism
(Archer, 1982), according to which individuals (agents) and societies (structure) are
understood as consequential to, rather than constitutive of each other. Furthermore,
analytical dualism allows for the separation of structure and action over time so that
temporospatial relationships can be established to determine agential action as an

emergent process (1982).
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In Figure 19, I illustrate how the study themes of pathways of disadvantage, lung
cancer risk and early detection and safe spaces of care can be understood using a
morphogenetic approach. Specifically, then

1. T1: Social, political, cultural and economic contexts influence current lung

cancer risk —— social trajectories of disadvantaged living and working

conditions shape smoking behavior and life outlook;

2. T2: Socially disadvantaged patients interact with the health system through

various contexts ——  Social and economic deprivation lead to a variety of

physical and mental health issues of which lung cancer risk is one;

3. T3: These interactions condition patients to respond in a certain way ——»

due to multiple comorbidities patients interact with the health system on a

frequent basis;

5. T4: Choice to seek preventative health care is based on these interactions

—— experiences which are unsafe lead to mistrust and morphostasis

T4a; and experiences which are safe lead to trust and morphogenesis T4b.
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Figure 19: Theorizing Structure and Agency to Understand Choice for Lung Cancer
Screening using the Morphogenetic Approach

The flexibility of the morphogenetic approach implies that it can be used to
continue theorizing the decision-making event; and/or subsequent morphogenetic/
morphostasis cycles. For example, some of participants who had decided to undergo lung
cancer screening (T4b) continue to face ongoing challenges in lung cancer risk due to
daily stressors that influence their choice to continue smoking. This would become a
second cycle in the morphogenetic approach called (2)T. Subsequently, we can establish
relationships such as ongoing perpetuation in lung cancer risk from Tdb —» (2)T2,
since many of the fundamental pathways that underpin risk remain unchanged. This is

shown in Figure 20.
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Figure 20: Using the Morphogenetic Approach to Link Sequential Choice Events in
Lung Cancer Risk

Interestingly, in my study | found that two out of ten participants who had initially
declined to undergo lung cancer screening specifically requested to be referred for the
test during the interview. The interview ‘space’ provided a place for participants to
validate their feelings and gave them new opportunities to reflect on past events
(Charmaz, 2016). This research bound context of change is one that is typical of
researchers who have an activist or social justice agenda (Kincheloe & McLaren, 2005)
and is shown in Figure 21 as a change from morphostasis to morphogenesis, i.e.

Tdb — T4a.
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Figure 21: Using the Morphogenetic Approach to Understand Contextual Choice

The morphogenetic approach offers an immense flexibility in theorizing choice.
Importantly, its paradigmatic roots in critical realism imply that it holds great potential in
understanding agential action (choice) that is consequential to social context and cultural
predispositions (structure).

6.3 Parameters of the Study (Limitations)

The focus of my study was on perspectives towards preventative healthcare,
particularly lung cancer screening for individuals living with low income. As such, | have
offered an analysis of the lived experiences of choice in relation to income and social
class using a critical realist lens called the morphogenetic approach. I realize that using a
different analytical lens to frame my research study, such as, intersectionality, would
have offered alternative themes and policy recommendations, and this can be a future

area of research as interventions are evaluated for their effectiveness in populations based
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on differences in social identity. In order to share perspectives on choice and health
promotion practices, | have described my methodological approach towards data
sampling and data collection. In addition, I have included my notes on praxis that guided
the research journey and provided a window into my research settings. The models
developed in my thesis are relevant to other marginalized people who are experiencing
circumstances which are similar to that of the high-risk and hard-to-reach participants
described in this study. This is a judgment that readers of thesis will make based on their
own clients and the situation in which they are embedded.

6.4 Contribution to Knowledge

The participants in this research study are situated in a social fabric where
decades of neoliberalism have led to rising levels of joblessness and homelessness in
Canada (Mancini, 2018). Austerity policies that were introduced in the 1990’s (Raphael,
2008) disproportionately affected those who were already vulnerable, leading them into
what has been described as a “circle of dislocation” where individuals grappled with loss
of employment, sources of meaningful income, family and housing; and compensated for
loss of meaning by turning to addictions in addition to suffering other mental health
issues (Mancini, 2018).

Now, in the year 2019, the participants included in my study have aged and are
between the ages of 55 and 74 years. They have a history of smoking several packs of
cigarettes a day for several years. These participants are also now officially classified as
being at high-risk of developing lung cancer (Tammemégi et al., 2017). And they are

now officially eligible for lung cancer screening through a provincial pilot program that
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uses LDCT to identify early stage tumors that are potentially amenable to treatment
(Cancer Care Ontario, 2017d).

Through my study | have illuminated how social circumstances over the life
course have shaped the accumulation of risk, subsequent vulnerability to disease (Ben-
Shlomo & Kuh, 2002) and current health seeking practices for the research participants.
Epidemiological research has highlighted how individuals with low income are more
likely to have lung cancer (Mitra, 2015), less likely to screen for lung cancer (Schutte et
al., 2018), and are more likely to die from lung cancer (Hart et al., 2001a). My study
however, is neither an empirical affirmation of fact, nor is it a social interpretation of
phenomena (Wainwright & Forbes, 2000). Rather, by placing lay knowledge (Popay et
al., 1998; Raphael & Bryant, 2002) of those with lived experiences of the phenomenon as
the pivot of analyses | accept and explicate the historical situatedness of their current
health seeking choices.

As a critical theorist, 1 have broken away from binary positions in health
inequalities research that are polarized between a materialist epidemiology emphasizing
the measurement and intervention of risk factors versus a sociological position that strips
individuals of agency and situates them in a deterministic course that has been pre-
charted by both structure and system (Popay et al., 1998). Instead, by applying a critical
realist lens (Wainwright & Forbes, 2000) described as morphogenesis (Archer, 1982) |
have conducted a microlevel examination of the ways in which individual choice for
health seeking behaviors such as preventative cancer screening are subsequent to social

structure (Giddens, 1986) and cultural conditioning (Bourdieu, 1973). Using the
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theoretical framework of analytical dualism (Archer, 1982), | have separated structure
and agency into constructs which are temporally spaced (Archer, 1982) and therefore |
provide a novel meso-level theory of health promotion that can be used to design
multipronged interventions, whilst retaining its roots in political economy.

Health inequities are a symptom of underlying social inequities. It is of utmost
importance therefore, that health systems recognize and respond adequately in order to
prevent further perpetuation of health inequities through the uncritical production of
knowledge and policies. Through my study | have demonstrated how hard-to-reach
populations can be made visible and engaged in the process of knowledge production. I
have shared my research journey so that my research process can provide a window into
the reflective praxis that influenced my research outcomes. In many ways my work has
demonstrated the work of a watchdog (Labonte, 2011), as | have attempted to shift the
gaze from individual perspectives on health to an upstream focus on the social and
political determinants of these perspectives. In doing so it is my aim to have shed light on
different levels of public policy that must work in unison in order to reduce lung cancer
risk and to increase the opportunity to choose lung cancer screening as a preventative

health tool.
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CHAPTER 7
Implications for Cancer Care

Disease is not something personal and special, but only a manifestation of life
under modified conditions.
— Rudolf Virchow (1821 — 1902)

7.1 Introduction

The social determinants of health such as income and education are known to
correlate with the stage of diagnosis (Booth et al., 2010), survival from (Booth et al.,
2010), and quality of life (Sharp et al., 2013) with cancer (Sayani, 2017). Recent austerity
measures in Canada, with a retrenchment of the state from the provision of social services
is increasing the pool of socially disadvantaged people (Bryant et al., 2011). As a result,
poverty levels, homelessness, food insecurity, and precarious working conditions are on
the rise with a subsequent increase in income inequality (Bryant et al., 2011). Whereas
the correlation between income inequality and health inequality is well documented
(Raphael, 2000), this association is less apparent when it comes to the planning and
delivery of health services for cancer care.

Typically, health systems have a focus on the acute management of illness, and
for cancer systems this means that resources are frequently allocated to the delivery of
good quality care for prevalent cancers. Populations that are harder to reach, or have
poorer cancer-related health outcomes can be defined as priority populations (Public
Health Ontario, 2015), and for health systems an objective has been to enhance access to
care via increased investment in material and human resources to deliver care. An

inherent assumption in this process however, is that the accessibility of care will lead to
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its utilization, whereas evidence clearly points to the unequal utilization of health services
amongst population groups based on their social location particularly for cancer care
(Maddison, 2011). Indeed, the structure and design of health services can impose a
profound barrier to socially disadvantaged populations who may end up systematically
excluded from programs, resulting in a worsening of health inequities (Sayani, 2018).

Despite a publicly funded health system in Canada, participation in population-
wide screening programs has not been universal across the population. Differences in
uptake practices are observed based on income, education and immigrant status (Cancer
Care Ontario, 2016a). Individuals who live with degrees of social disadvantage have a
higher risk of cancer, as well as poorer overall survival. This has been directly correlated
with the social determinants of health and how they intersect across the cancer care
continuum (Sayani, 2017). For lung cancer, the correlation between the social
determinants of health and lung cancer risk and mortality is a persistent finding across
Canada for several decades (Mitra, 2015). Interventions designed to reduce health
inequities by increasing access to screening services however, must take into
consideration that utilization and need both differ based on social location or else they
can inadvertently widen the health equity gap that exists between population groups
(Sayani, 2018)
7.2 Lung Cancer Screening as a Public Health Program

Most lung cancers are diagnosed at a later stage when treatment options are less
likely to be successful, and unfortunately the five-year relative survival rate for lung

cancer has lingered at around 20% for almost a decade with insignificant improvement
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over time (Canadian Cancer Society’s Advisory Committee on Cancer & Statistics,
2017). Since the findings of the NLST in 2011, there has been renewed hope in the ability
to screen for the early detection of lung cancer (The National Lung Screening Trial
Research Team, 2011). Subsequently, CCO has developed clinical practice guidelines
through their internal Program in Evidence-Based Care (PEBC) (Roberts et al., 2013) and
initiated organized screening for lung cancer using LDCT at several pilot sites across the
province of Ontario (Cancer Care Ontario, n.d.-a).

For CCO, screening through the pilot sites is an important way to develop
protocols, maintain standard of care, ensure appropriate follow up, reduce harms,
facilitate reporting and evaluate system performance (Cancer Care Ontario, 2017b). At
present the key pillars of the CCO pilot are similar to other lung cancer screening
programs described in the literature (Fintelmann et al., 2015), with the program design
consisting of (i) provider and patient recruitment strategies, (ii) evaluation of risk in
patients, (iii) patient navigation, (iv) radiological assessment, (v) diagnostic workup if
needed, (vi) treatment of findings, and (vii) smoking cessation.

Currently, patients can either be referred for a LDCT via their family physician,
or they can self-present to any of the pilot sites. At this point a risk assessment is
conducted using the Tammemagi Score (Tammemégi et al.,, 2013b) to determine
eligibility for screening with LDCT. The Tammemagi Score is a risk-prediction model
based on categorical variables including age, smoking status, years smoked and pack year
history (number of cigarette packs smoked per day/ number of years smoked). Other

criteria include height, weight, educational levels, history of chronic obstructive
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pulmonary disease (COPD) and cancer (Tammemaégi et al., 2013b). The Tammemagi
score is considered to be more sensitive than the NLST high-risk criteria for the
identification of candidates best suited for lung cancer screening (Tammemégi et al.,
2013b).

It is important to note however, that the Tammemagi risk-prediction model was
developed from a cohort of participants in the Prostate, Lung, Colorectal and Ovarian
(PLCO) Cancer Screening Trial who had a higher than average socioeconomic status
(Tammemaégi et al., 2013b). The authors conclude that this limitation should not affect
generalizability from the score, as predictor variables in the model are biologically linked
with lung cancer irrelevant of socioeconomic status (Tammemagi et al., 2013b). This
assumption however, is inherently flawed as smoking itself is heavily class-based (Jarvis
& Wardle, 2005), and recent studies in Ontario highlight how smoking, material
deprivation and residential instability are often clustered together in marginalized
neighborhoods (Cancer Care Ontario, 2018). Furthermore, as we have only recently
learned from the Framingham Heart Study (McKee et al., 1971), the Framingham Risk
Score used to calculate the estimated 10-year cardiovascular risk of individuals can
specifically underestimate risk in populations that are socioeconomically deprived
(Brindle et al., 2005). What we can learn from this then, is that the population distribution
of disease (such as high-risk incidence of cardiovascular events, and indeed lung cancer)
in socially disadvantaged populations must be deliberately included in predictive risk

modelling rather than be controlled for.
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In Canada, lung cancer is intricately linked with the social determinants of health
(Mitra, 2015). And whilst smoking is correlated with a higher risk of lung cancer, it is
important to realize that smoking itself is not a fundamental cause of health inequities
(Link & Phelan, 1995). It is a symptom of underlying social structural issues that
ultimately exhibit as inequities in lung cancer risk and mortality. To limit lung cancer
causation to smoking would imply that smoking is the “policy problem” (Bacchi, 2009);
as a result all policy approaches and health system strategies will be designed to fill this
“policy space” (Baum, Laris, Fisher, Newman, & MacDougall, 2013).

Indeed, a focus on smoking is clearly evident in current health system approaches
towards modifying lung cancer risk and outcomes. These include the identification of
personal risk through online screening tools (Cancer Care Ontario, n.d.-b),
recommendations to stop smoking, targeting priority populations through smoking
cessation programs and provision of free nicotine replacement therapy (Cancer Care
Ontario, 2018). In addition, public policy measures include advocating for smoke-free
places and endorsing strategies that would raise taxes on cigarettes (Cancer Care Ontario,
2018; Maley & Sherar, 2015).

Inherent in each of these strategies is a mid-stream approach (Turrell et al.,
1999b) to managing lung cancer with a focus on individuals, and their ability to engage
with the health system and manage risk through a modification of lifestyle factors. The
failure of policy approaches to interrogate the circumstances from which individuals are

making life-choices, and a failure to recognize the broader societal influences that drive
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personal choice is a policy “blind spot” that health systems must make a greater effort at
envisioning.
7.2.1 The staircase of health inequities in lung cancer care interventions

According to the inverse equity hypothesis population based health interventions
can increase health inequities (Victora et al., 2018). This is particularly the case if
planned interventions focus on a single intervention pathway, such as health education
(White et al., 2009). In this case, socially disadvantaged population groups who have less
availability of a variety resources with which they can understand, engage and access
interventions are most likely to be left out of the intervention design (White et al., 2009).
Methods to avert this include designing interventions using a variety of tools, such as
health education campaigns, incentives to participation, technologically enhanced
delivery, and policy measures (White et al., 2009). Importantly, to be effective in
reducing health inequities it may be necessary to positively discriminate towards highest
risk populations in the context of a universal intervention by targeting specific uptake
strategies that respond in an intersectoral way to patient-identified needs (Frohlich &
Potvin, 2008). Ideally, this should be done in a manner that does not stigmatize high-risk
populations (Allebeck, 2008), but rather uses a participatory and inclusive (Frohlich &
Potvin, 2008) way to problematize care issues with patients.

Whilst it is important to recognise that a single health intervention can widen
health inequities between socially advantaged and socially disadvantaged population
groups, it is even more important to realise the cumulative effect of health inequities that

are introduced by multiple interventions across an entire care continuum such that there
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are eventually wide differences in mortality by virtue of health systems design. White et
al (2009) describe this as the staircase effect, in which small health inequities exist at
different points in the healthcare system, and through their additive effect are significant
to enough produce wide inequities in health outcomes. White et al (2009) have illustrated
the staircase effect of health interventions for cardiovascular disease, but a similar
strategy can be used to visualise inequities in lung cancer care interventions. These steps

are illustrated in Figure 22.

Inequities in
— incidence and
Inequities in mortality
—— access to
Inequities in treatment
— risk prediction
Inequities in modelling
‘ — clinical trial
Inequities in participation
‘ —— the provision
Inequities in of primary
— success from care

Inequities in smoking
response to cessation
interventions programs
designed to
promote
healthy
lifestyle

Figure 22: The Staircase Model of Health System Generated Health Inequities in
Lung Cancer Care

In order to proactively mitigate the cumulative effect of multiple small health
inequities across the care continuum, health systems will need to proactively search for
and respond to system generated health inequities. White et al (2009) propose the

following:
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1. Awareness: All stakeholders involved in the planning, design and implementation
of health interventions should be made aware of the possibility of system
generated health inequities.

2. Participation: Efforts should be made to include diverse voices in the planning
and design phase of interventions, and caution should be taken to ensure that
socially disadvantaged populations are not excluded or neglected from the
consultative process.

3. Assessment: Health Equity Impact Assessments (Douglas & Scott-Samuel, 2001)
are increasingly being used in practice. They should however become a standard
process and procedure for routine intervention evaluation. Importantly, evaluators
must assess differences in uptake and intervention outcomes based on measures of
social class.

4. Practice: Health system workers involved in the trial and implementation of
health interventions should proactively identify and search for possible inequities
arising as a result of the intervention.

Tugwell et al (2006) propose a framework for developing and evaluating
interventions with a focus on reducing health inequities between population groups. The
framework can be used primarily to illuminate health equity gaps arising out of health
needs assessments and interventions, and subsequently be used to facilitate evidence-
based policy making that is oriented towards a goal of health equity. A simplified version

of the equity efficiency loop is presented in Figure 23.
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Given that CCO is in the process of learning from ongoing lung cancer screening
pilot programs across the province, it would serve the purpose well for CCO to use
statistical data which it currently has for smoking prevalence, program uptake levels, and
measures of social class such as income, in order to identify gaps through the equity
effectiveness loop. Furthermore, CCO can directly fund research in order to meet
knowledge gaps identified by high-risk patients themselves. This can be done by seeking
alternative “ways of knowing” and privileging the lived experiences of patients in
evidence-based policy making. This patient-oriented approach to care will ensure that the
evidence created is used to generate multipronged program interventions that are
responsive to patient identified priorities within the context of a universal screening
program i.e. targeting within universalism. This will allow for a more robust lung cancer
screening program that is inclusive of the needs of populations at greatest risk of

developing lung cancer.
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Figure 23: The Equity Effectiveness Loop

7.2.2 Governance structure to advance equity in lung cancer screening

CCO has a unique role as an interface between cancer patients and the
government. Recently, CCO released a strategic roadmap with promise to deliver health
equity to all Ontarians (Cancer Care Ontario, 2015b). While this statement is
commendable, it must be backed by data, action and upstream political advocacy (Sayani,
2019). To do this, CCO can assume governance roles for health equity that I have
discussed in depth in chapter 3. Briefly, these roles are: (i) The Watchdog: which
monitors inequities in health and the SDH that underpin them; (ii) The Resource Broker:
who ensures that adequate funding and resources are dedicated to tackling health
inequities; (iii) The Community Developer: who works between health and community

services to enhance the SDH; (iv) The Partnership Developer: who brings multiple
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stakeholders together to produce intersectoral action for health equity; and (v) the
Advocate: who creates policy briefs to promote upstream action for health equity
(Labonté, 2010). In Table 6, | elaborate on what these roles and responsibilities would
look like to over see a pubic health program such as lung cancer screening; and in my
previous chapter | have described in detail how my thesis demonstrates some of the

responsibilities of a watchdog.

Role Explanation of role Delegated responsibilities
Watchdog Monitors and follows the e Monitor inequities in lung
influence of the social and cancer risk factors such as
economic determinants of health smoking
in the population and works to e Monitor the distribution of
raise awareness on the impact of the SDH underpinning
these issues on health outcomes smoking patterns

e (ritically evaluate
interventions for potential to
increase inequities

e Monitor the equity
effectiveness loop

e Challenge self and system on
assumptions and gaps in
knowledge

e Seek alternative ways of
knowing that include the lived
experience of individuals at

high-risk
e Speak to system generated
inequities
e Speak to socially generated
inequities
Resource broker Ensures that continuous funding e Design a toolbox consisting of
and personnel are available to multiple strategies to engage
work on the determinants of with high-need, at-risk
health population

e Engage with high-risk patients
to identify care gaps

e Ensure funding is available for
participatory and qualitative
research



Community
developer

Partnership
developer

Catalyst

Works between health and
community roles, striving to
enhance the social determinants
of health based on local needs
and interest

Brings multiple stakeholders from
across society together at the
table to engage in intersectoral
action towards health equity

Develops and presents policy
options to senior levels of
government, and would require
the sensitive drafting of policy
briefs

190

Conduct health equity impact
assessments

Work with multiple
stakeholders including patient
community, health and social
services to identify care gaps
Support collaboration
between stakeholders to act
upon need gaps

Speak to the upstream
determinants of health

Share information across
sectors

Coordinate resources across
groups and sectors

Challenge apolitical discourse
Promote action upstream
Draft policy briefs

Present needs, gaps, and
potential action to diverse
audiences

Raise community awareness
on issue

Table 6: Governance Roles and Responsibilities for Health Equity in Lung Cancer

Screening

7.3 Reflections on Study and Recommendations on Next Steps

Individuals living with low income, and in conditions of unstable housing are

often trapped in a ‘circle of dislocation” (Mancini, 2018). As a result, opportunities to

participate in preventative healthcare are either absent or inappropriate. Previous studies

attribute lack of participation in lung cancer screening in low income groups due to

fatalistic beliefs, low interest, and lack of trust (Ali et al., 2015; Carter-Harris et al., 2017;

Quaife et al., 2017). In my study, participants’ interest to be screened depended on the

availability of adequate housing which subsequently empowered participants to seek care

to advance their health and wellbeing.
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In addition, power dynamics between physicians and the participants created a
space that needed to be navigated without personal bias and with sociohistorical
sensitivity. Participants who recounted their clinical encounters as places of judgment-
free care had meaningful relationships with their physicians, and they subsequently
trusted their physicians’ judgement and recommendations. Given that physicians are
gatekeepers to lung cancer screening, this finding has practical implications for the
implementation of a provincially run lung cancer screening program so that inequities in
lung cancer that are preventable by cancer screening can be minimized.

In 2010, The Lancet convened a commission to transform health education for the
new century with a vision that, “all health professionals in all countries should be
educated to mobilize knowledge and to engage in critical reasoning and ethical conduct
so that they are competent to participate in patient and population-centered health
systems as members of locally responsive and globally connected teams” (Frenk et al.,
2010). From this perspective it should become an essential part of all health curriculum to
provide education on power, as well as the social and political determinants of health.
This will enable the delivery of care which is culturally safe and free of structural
violence. Furthermore, health professionals which are equipped in this way will be better
positioned to impart critical health literacy in order to educate patients and resource them
towards resilience and empowerment (Nutbeam, 2000).

Sir William Osler was the first physician to introduce bedside training for medical
residents. It was his belief that the learning and practice of medicine was incomplete

unless it involved extended training with patients in the clinical setting. One of his most
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famous sayings is: “Listen to your patient, he is telling you the diagnosis.” Given that
health inequities arise out of an unequal distribution of the social determinants of health,
it is now only due course that physicians spend time in the social setting. Clinical
medicine should involve mandatory training on the social and political determinants of
health, as well as field experience in social environments that significantly impact health.

Importantly, hard-to-reach and underserved populations cannot be accommodated
by a one-size-fits-all approach to health care delivery. Physician fees and service
reimbursement schedules are based on the business model of health care delivery, and
therefore predetermined packages of care are tailored by economic efficiency rather than
patient need. These services can therefore perpetuate health inequities because they are
more likely to be utilized by patients with higher levels of education and income. The
lived experiences of those who are marginalized are often excluded from the design of
health interventions, and positive discrimination must be made in order to include their
voices and to respond to their identified priorities.

Community Health Centers (CHC’s) are not-for-profit organizations that provide
primary health care and health promotion programs (Ministry of Health and Long-Term
Care, n.d.). CHC’s consist of interprofessional teams of healthcare providers that work on
a salaried basis to provide care that is responsive to community needs with an emphasis
on the social determinants of health (Glazier et al., 2015). Subsequently, CHC’s typically
serve patient populations that are low income, new immigrant, or with comorbidities
(Glazier et al., 2015). This organizational structure is distinctly different from other

primary care service delivery models for which physicians are reimbursed through a
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variety of ways including fee-for service, capitation, blended capitation or blended salary
(Glazier et al., 2015; Marchildon, 2013). CHC’s therefore are ideally situated to respond
to health inequities and can serve as a conduit between cancer care organizations such as
CCO and the patient community to promote health. This role is typical of a community
developer in a health systems governance structure that places an emphasis on health
equity.

Inherently, any health promotion program that focuses only on individual agency,
such as choosing to undergo cancer screening, runs the risk of masking the fundamental
causes of lung cancer and may inadvertently widen the health inequities that already
exist. Program oversight by a governance structure that is focused on monitoring,
tracking and advancing progress towards health equity will be needed. Ultimately, the
health system must actively resist increasing the health equity divide by targeting both
upstream social policies to reduce cancer risk, as well as midstream interventions that can
enhance health seeking choices. To do this would require an emphasis on the social
policies that facilitate stable work, adequate income, and secure housing. One of the ways
in which this can be achieved is through the integration of patient-identified priorities.
Future research into the lived experiences of patients can continue to provide meaningful
insights into what works, and what is needed to enhance health promoting opportunities.
7.4 Closing Remarks

According to the 2030 Agenda for Sustainable Development it is a key healthcare
imperative for nations to ensure that “no one is left behind” and that we are “reaching the

furthest behind first” (United Nations, 2015). As a result cancer care systems are starting
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to build health equity goals and objectives into strategic priorities (Sayani, 2019). As we
move forward it will be necessary to collect more robust data on health equity. It will also
be important to create indices that reflect the attainment of health equity goals, such as a
percentage reduction in health outcomes between income groups, or improvement in
healthcare utilization rates over time (Atun et al., 2014). However, it is crucial to realise
that health inequities are rooted in social inequities; and that the social determinants of
health play a profound role in cancer risk, outcomes and mortality. This will require
cancer care systems to advocate for policies that influence the ability of patients to seek
and benefit from care. Therefore, health systems must not shy away from participating in
political debates that subsequently influence social and health policy. This is a new
challenge for health systems in the 21% century as they face widening health gaps in the
patient populations which they serve. It is time for change. And the change must first

come from within.
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Appendices

Appendix A: Interview Guide and Consent — Non-Screeners

= Verbal consent:
= Introduction:

Hello. My name is Ambreen Sayani and | am conducting interviews to
understand the factors that influence how people make decisions related to their
healthcare. I’'m conducting this as part of a lung cancer screening study under the
direction Dr. Aisha Lofters, of Saint Michael’s Hospital Academic Family Health Team.

Thank you for responding to our request for participants.

= Study procedures:

As part of this study we will sit together for a conversation, and | will ask you
questions about your perspectives and point of view related to preventative healthcare. |
will take hand written notes to record your answers as well as use an audio recorder to
make sure | do not miss what you say.

= Risks:

It is unlikely that there will be any serious harms or discomforts associated with
the interview. However you may feel a little tired or uncomfortable with certain
questions.

You do not need to answer questions that make you feel uncomfortable or that
you do not want to answer. You can also withdraw (stop taking part) from the study at
any time.

= Benefits:

There are no direct benefits to you of taking part in this interview. However, the
information you provide will help us better understand the perspectives of many people
like yourself, who chose not to participate in certain health checks.

= Confidentiality:

I will keep the information you tell me during the interview confidential.
Information | put in my report that could identify you will not be published or shared
beyond the research team unless we have your permission. Any data from this research
which will be shared or published will be the combined data of all participants. That
means it will be reported for the whole group not for individual persons.
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= Voluntary participation:
Before we proceed | would like to remind you that:

= Your participation in this study is voluntary.

= You can decide to stop at any time, even part-way through the interview for whatever
reason.

= |f you decide to stop participating, there will be no consequences to you.

= |f you decide to stop we will ask you how you would like us to handle the data
collected up to that point.

= This could include returning it to you, destroying it or using the data collected up to
that point.

= |f you do not want to answer some of the questions you do not have to, but you can
still be in the study.

= If you have any questions about this study or would like more information you can
call H

[l This study has been reviewed and cleared by the Saint Michael’s Hospital Research
Ethics Board. If you have concerns or questions about your rights as a participant or
about the wai the study is conducted, you may contact&

= Consent questions:
e Do you have any questions or would like any additional details?

e Do you agree to participate in this study knowing that you can withdraw at any
point with no consequences to you?

In this interview, we will be discussing your perspectives towards healthcare and
certain health checks such as lung cancer screening.

[Obtain verbal consent on audiotape for participation in interview]

= Demographics/ Synergies of Oppression (to be noted or probed where relevant during
interview)

Social identity:

Age

Gender

(dis) ability

Race/Ethnicity

Culture

Immigrant status

Sexual orientation

Social class

Aboriginal status
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Social determinants of health:

Income

Education

Employment

Early childhood

Food security

Housing

Social geography:

Segregation/ ghettoization

Geographic access to services

Accessible transportation

e Environmental/ occupation accumulation of risk
Tell me a little bit about yourself :

1.1 Synergies of oppression as above

1.2 Comorbidity

Can you describe your typical day to me?

2.1. Work

2.2. Making ends meet

2.3. Meals

2.4. Social support system

Are there any challenges that you face or have faced in your day to day?
3.1. Family

3.2. Social network

3.3. income

3.4. food

3.5. housing

3.6. jobs

How do you deal with these situations?

Can you tell me what is going well?

What needs to change?

How would you describe your health?

How often do you meet with your family doctor? Or any specialists?
Have you ever been told that you are at risk of any (other) illness?

. How do you care for your health?

10. 1 what are you able to achieve
10.2 are there things you would like to be able to do?
10.3 how might you be able to do that?
Have you ever done a health check as a way to possibly stay healthy? (Consider
talking about physical check with doctor for clarity)
11.1. Why?
11.2. What influences this? Personal/ provider/ system level probes
11.3. How did that experience go?
11.4. Other screening experiences (FOBT/ colonoscopy)
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13.

14.

15.

16.

17.

18.
19.

20.

21.
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11.5. Any treatment for anything

From your perspective, do you think health checks (physicals) are important? Why,
why not?

What do people generally think of the health checks? Do you think people place
value on them? Why, why not?

Do you think you have risk factors for lung cancer?
14.1. Why

14.2. What

14.3. How

Smoking history in detail:

15.1. When did they start? Stop?

15.2. Pack history

15.3. Second hand smoke/ environmental exposure
15.4. Influencers?

15.5. Triggers

15.6. Social environment

15.7. Family history of

15.8. Any attempts to quit?

15.8.1. Initiated by whom?
15.8.2. Supported by whom?
15.8.3. Successful or not?

Can you tell me who introduced you to this study?
16.1. Why were you introduced?
16.2. How/ why did you decide to participate?

Why did you chose not to be screened for lung cancer at this time?
17.1. Personal

17.2. Provider level

17.3. Structural/ system level

Would you consider screening in the future if these issues were to change?
What factors do you think influence whether other patients would go for preventative
health care such as lung cancer screening?
Probe: Personal, clinician, physical/structural/system level
what are the most important barriers to going for preventative health checks such as
lung cancer screening?
From your perspective, what can we do to make it easier for patients to seek
preventative healthcare such as lung cancer screening? Probes: location, procedures,
false positives, risks, hours
Closing
e Thank you, these are the questions which | had for you today. Is there anything
else you would like to comment on or add before we close this interview?
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Appendix B: Interview Guide and Consent — Screeners

= Verbal consent:
= Introduction:

Hello. My name is Ambreen Sayani and | am conducting interviews to
understand the perspectives of individuals who have had lung cancer screening. I’'m
conducting this as part of a high-risk lung cancer screening study under the direction Dr.
Aisha Lofters, of Saint Michael’s Hospital Academic Family Health Team.

Thank you for responding to our request for participants.
= Study procedures:

As part of this study I am inviting you to do a one-on-one interview (via
telephone or face-to-face) that will take about 60 minutes. | will ask you questions related
to your views about lung cancer screening, and what the possible barriers and facilitators
to screening could be in your point of view. | will take hand written notes to record your
answers as well as use an audio recorder to make sure I do not miss what you say.
=  Risks:

It is unlikely that there will be any serious harms or discomforts associated with
the interview. However you may feel a little tired or uncomfortable with certain
questions.

You do not need to answer questions that make you feel uncomfortable or that
you do not want to answer. You can also withdraw (stop taking part) from the study at
any time.
= Benefits:

There are no direct benefits to you of participating in this interview. However, the
information you provide will help us better understand the experience of lung cancer
screening.
= Confidentiality:

I will keep the information you tell me during the interview confidential.
Information | put in my report that could identify you will not be published or shared
beyond the research team unless we have your permission. Any data from this research
which will be shared or published will be the combined data of all participants. That
means it will be reported for the whole group not for individual persons.
= Voluntary participation:

Before we proceed | would like to remind you that:
= Your participation in this study is voluntary.
= You can decide to stop at any time, even part-way through the interview for whatever

reason.
= |f you decide to stop participating, there will be no consequences to you.
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If you decide to stop we will ask you how you would like us to handle the data
collected up to that point.

This could include returning it to you, destroying it or using the data collected up to
that point.

If you do not want to answer some of the questions you do not have to, but you can
still be in the study.

If you have any questions about this study or would like more information you can
call h

-This study has been reviewed and cleared by the Saint Michael’s Hospital Research

Ethics Board. If you have concerns or questions about your rights as a participant or

about the Wai the study is conducted, you may contact: ﬂ

Consent questions:

e Do you have any questions or would like any additional details?

e Do you agree to participate in this study knowing that you can withdraw at any
point with no consequences to you?

Interview:

Introduction
The purpose of this interview is to understand your experience, views, and

perspectives on lung cancer screening with LD-CT. Thank you for agreeing to share your
thoughts with us today.

Demographics/ Synergies of Oppression (to be noted or probed where relevant during
interview)

Smoking history:

Social identity:

Age

Gender

(dis) ability

Ethnicity

Culture

Immigrant status

Sexual orientation

Social class

Aboriginal status

Social determinants of health:
Income

Education

Employment

Early childhood

Food security

Housing

Social geography:

e Segregation/ ghettoization
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e Geographic access to services
e Accessible transportation
e Environmental/ occupation accumulation of risk
= General information
1. Tell me a little bit about yourself, who you are and your day to day
Probe: synergies of oppression as mentioned above
2. How would you describe your health?
3. At what age did you start smoking?
4. Till when/ or current frequency
5. If stopped: when, and why, supports
= Lung cancer screening
1. Why do you think your doctor thought lung cancer screening might be a good
idea for you?
2. What influenced your decision to go for the test?
a. Personal ( physical, financial, time)
b. Provider ( trust, communication)
c. System (accessibility, opportunity)
3. Can you tell me more about your conversation with your healthcare provider?
a. How important was this in decision making?
b. What did the provider say?
c. Benefits versus harms discussed?
d. Anything that tipped your decision making?
Was there anyone else who influenced you in your decision to get screened?
What are the benefits of lung cancer screening from your perspective?
Have you ever participated in any other type of cancer screening?
a. Cervical
b. Breast
c. Colon
7. What do you think are the harms of screening if any?
= Screening experience
1. Can you describe your experience of the process of lung cancer screening?
a. Positive/ negative experiences
b. Barriers that had to be overcome
c. Facilitators to process
Did you feel you had received adequate information prior to the test?
a. Any surprises, unusual experiences
3. s there anything you wish you knew prior to the test?
4. Is there anything in the whole experience which you would change if you could?
5. Knowing what you know now, would you do the experience all over again?
= Screening results
1
2
3
4

o oA

N

Have you made any changes to yourself/ lifestyle because of taking the test?
How did it feel waiting for the test result?

. Are you happy with the way you received your test result?
Have you made any changes to yourself/ lifestyle after getting your test results?
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5. How do you feel about your overall health now?
6. Will you continue to be screened if your doctor recommends it?
= Projections
1. How have you benefitted from lung cancer screening?
2. Would you recommend lung cancer screening to other people?
a. Why/ why not
3. What factors do you think will influence peoples decisions to be screened?
a. Personal
b. Provider
c. System
4. What can make it easier for people to undergo screening in general?
a. Personal
b. Provider
c. System (location, procedures, false positives, risks, hours)
= Closing
e Thank you, these are the questions which | had for you today. Is there anything
else you would like to comment on or add before we close this interview?



263

Appendix C: Health Equity Survey
Additional file 1. Sociodemographic survey

Measuring Health Equity
Please tell us about yourself.
We want to ask you 11 brief questions as part of our ongoing work to improve access, quality of
care for all patients and identify health inequities. It should take approximately 2-5 minutes to
complete.
Your participation is VOLUNTARY and you can stop at any time.
You do not have to complete the survey if you don’t want to. You can skip questions.
The information you share with us will be safely kept with your medical file.
This will not affect your access to care.
PLEASE NOTE SURVEY IS DOUBLE-SIDED

1. What language would you feel most comfortable speaking in with your healthcare
provider? Choose ONE.

Choose one Greek Punjabi Vietnamese
English Hebrew Russian Other
Ambharic Hindi Serbian Prefer not to answer
Arabic Hungarian Slovak Do not know
ASL Inuktitut Somali Prefer not to answer
Bengali Italian Spanish Do not know
Chinese (Cantonese) Karen Tagalog
Chinese (Mandarin) Korean Tamil
Cree Nepali Tigrinya
Czech Ojibwe Turkish
Dari Oji-Cree Twi
Farsi Polish Ukrainian




French Portuguese

Urdu

2. Were you born in Canada?

] Yes

D No

[ prefer not to answer
[ Do not know

If no, what year did you arrive in Canada?

Asian — East (e.g. Chinese, Japanese, Korean)

Asian — South (e.g. Indian, Pakistani, Sri Lankan)

Asian — South East (e.g. Malaysian, Filipino,
Vietnamese)

Black — African (e.g. Ghanaian, Kenyan, Somali)

Black — Caribbean (e.g. Barbadian, Jamaican)

Black — North American (e.g. Canadian, American)

Jdddddooooooooboobobodgtg
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3.  Which of the following best describes your racial or ethnic group? Choose ONE.
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First Nations

Indian — Caribbean (e.g. Guyanese with origins in India)
Indigenous/Aboriginal not included elsewhere

Inuit

Latin American (e.g. Argentinean, Chilean, Salvadorian)
Métis

Middle Eastern (e.g. Egyptian, Iranian, Lebanese)

White — European (e.g. English, Italian, Portuguese, Russian)
White — North American (e.g. American, Canadian)

Mixed Heritage (e.g. Black — African and White-North
American)

Other (s)

Prefer not to answer

Do not know

4. Do you have any of the following? (Circle

ALL that apply)
Chronic illness| [Developmental Disability

|Learning disabilityl

[ Mental illness | [Physical disability| [Sensory disability (i.e. hearing or vision loss)|

| Drug or alcohol dependence| |Other| |Prefer not to answer| |Do not know|

5. Whatis your gender? (Circle ALL that apply)

|Fema|e | |Ma|e| |Trans —Female to Male| |Trans —Male to Female|
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|Intersex| |Prefer not to answerl |Do not know| |Other|

6. What is your sexual orientation? Choose ONE.
Heterosexual (“Straight”, male/female
relationships)

Gay

[

[

[

[

] Lesbian
[ ] Bisexual

D Two-Spirit

H Queer

[

Prefer not to answer

Do not know

Other

7. What was your total family income before taxes last year? Choose ONE.
S0 to $29,999
$30,000 to $59,999
$60,000 to $89,999
$90,000 to $119,999

$120,000 to $149,999

I I A O O A O

$150,000 or more
Prefer not to answer
Do not know

8. How many people does your income support? Choose ONE.
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10+

Prefer not to answer

Do not know

9. In what language would you prefer to read healthcare information?

267

Choose ONE.
English Hindi Slovak Do not know
Ambharic Hungarian Somali
Arabic Inuktitut Spanish
Bengali Italian Serbian
Braille Karen Tagalog
Chinese (Simplified) Korean Tamil
Chinese (Traditional) Nepali Tigrinya
Cree Ojibwe Turkish
Czech Qji-Cree Twi
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Dari Polish Ukrainian

Farsi Portuguese Urdu

French Punjabi Vietnamese
Greek Russian Other
Hebrew Serbian Prefer not to answer

10. What is your religious or spiritual affiliation? Check ONE only.
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| do not have an religious or spiritual affiliation
Christian Orthodox
Protestant

Roman Catholic
Christian, not included elsewhere on this list
Animism or Shamanism
Atheism

Baha’i Faith

Buddhism
Confucianism
Hinduism

Islam

Jainism

Jehovah’s Witness
Judaism

Native Spirituality
Pagan

Rastafarianism

Sikhism

Spiritualism
Unitarianism
Zoroastrianism

Other

Prefer not to answer

Do not know

269
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11. What type of housing do you live in? Choose ONE.
Own Home

Renting Home
Boarding Home
Correctional Facility
Homeless/on Street
Group Home
Shelter/Hostel

Supportive Housing

ODdodogdgogogn

Other
Prefer not to answer

Do not know

Thank you for participating in this survey.
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Appendix D: Journal Template

Date: ; Location: ; Participant/ Session
ID

My knowledge

Questioning of “received knowledge”

Curiosity and openness to others

perspectives and ways of seeing

Openness to being transformed

Mindfulness and presence
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Awareness of power relations, my social

location and positionality

Other

Observation (descriptive)

Notes to self (reflective)
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Codes

Subthemes

Themes

analogy living conditions

housing

difficulty getting housing

journey to shelter

need for housing

neighborhood risks

positive role of housing

problematizing - housing

Shelter risks

Living conditions

addictions

chronic illness

dexterity

mental illness

observe limited physical mobility

observe restricted physical mobility

oral hygiene

report physical disability

Comorbidities

employment

environmental risk

occupation

manual labour

miscel occupation

skilled labour

Working conditions

early life

transition to poverty

health outlook

hobby and interests

Negative outlook

report depression

report loneliness

report over the hill

Positive outlook

problematizing life

willing to contribute to more studies

Life outlook

Pathways of
disadvantage

history

actively smoking nonscreeners

Smoking

Lung cancer risk
and detection




actively smoking screeners

life changes after test

problematizing- screening

recall

recommend screening

testing experience

conversion to interest in screening

other health checks

screening perspective negative

screening perspective positive

competing priorities

ever quit smoking nonscreeners

ever quit smoking screeners

how smoking cessation fail

how smoking cessation success

doctor interaction negative

doctor interaction positive

problematizing - interactions

Health system

system provider interaction negative

system provider interaction positive

Social services

274
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Appendix F: TCPS2 Certificate

PANEL ON

RESEARCH ETHICS TCPS 2: CORE

Navigating the ethics of human research

Certificate of Completion

This document certifies that

Ambreen Sayani

has completed the Tri-Council Policy Statement:
Ethical Conduct for Research Involving Humans
Course on Research Ethics (TCPS 2: CORE)

Date of Issue: 13 March, 2018
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Appendix G: Research Ethics Board Approval from Unity Health Toronto

' St. Michael'
|OUR SHARED  provioence  Shegps Sl |

PURPOSE

Inspiring Science.

_Resgaarch AEthics Offic_e

July 09, 2018

Re: | _ | of Low Dose CT Screening Program: A Feasibility Study

REB APPROVAL: Original Approval Date June 26, 2017
Annual/lnterval Review Date June 26, 2018

Thank you for your communications received January 30, 2018 regarding the above named study.

| have reviewed and hereby issue Providence St. Joseph's and St. Michael's Healthcare Research
Ethics Board (REB) approval for:

1. Protocol - ver: 7; 22-May-2018 \
2. Recruitment Email - ver: 3; 16-Jan-2018

3. Appendix 1: Consent Form (Main) - ver: 6; 22-May-2018

4. Consent form (Provider Interview) - ver: 5; 27-Mar-2018

5. Consent form (Patient Interview) - ver: 5; 27-Mar-2018

6. Consent form (Non-Screening Patient Interview) - ver: 2; 27-Mar-2018

Furthermore, the following documents have been received and are acknowledged:

Appendix 5: Data Collection Form for Patients Who Attend Screening - ver: 3; 21-Jun-2018
Appendix 13: Secondary Screening Form for Eligibility - ver: 4; 21-Jun-2018

Information Pamphlet - ver: 3; 27-Mar-2018

Poster - ver: 4; 27-Mar-2018

Refusal and drop-out log - ver: 2; 23-Jan-2018

Interview Guide (Non-Screening Patients) - ver: 1; 23-Jan-2018

Letter of Support - Inner City Family Health Team Letter of Support (dated April 27, 2018)
Change in Investigator — Adding Stephen Hwang and Peter Selby as Co-Investigators
(received 30-Jan-2018)

Change in Study Personnel - Adding Ambreen Sayani as Research Cooridnator (received
30-Jan-2018)

O N D ANt

©

Please note that no member of the REB associated with this submission was involved in its
deliberation, review or approval.

During the course of this investigation, any significant deviations from the approved protocol and/or
unanticipated developments or significant adverse events should immediately be brought to the
attention of the REB. Furthermore, it should be acknowledged that shared electronic_health
systems such_as ConnectingOntario, PRO, RM&R, OLIS, HDIRS, eCHN, DPV, and IAR do not
permit access for research purposes.

For studies which are registered on a publicly available Clinical Trials registry (e.q.
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ClinicalTrials.gov), please ensure the record is updated to accurately reflect the status of the study.

The REB operates in compliance with the Tri-Council Policy Statement Ethical Conduct for
Research Involving Humans, the Ontario Personal Health Information Protection Act, 2004, and
ICH Good Clinical Practice Consolidated Guideline E6, Health Canada Part C Division 5 of the
Food and Drug Regulations, Part 4 of the Natural Health Product Regulations, and the Medical
Devices regulations. Furthermore, all investigational drug trials at Providence St. Joseph’s and St.
Michael’'s Healthcare are conducted by Qualified Investigators (as defined in the latter document).

With best wishes

DMW/PB/MS/MH/ac

| Page 2012
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ST St.Michael's
| UNITY HEALTH pg OVIDENCE JOSEPH'S | Inspired Care. ‘

TORONTO

Inspiring Sclence.

Research Ethics Offce

January 23, 2019

Re: _ ation of Low Dose CT Screening Program: A Feasibility Study
REB APPROVAL: Original Approval Date June 26, 2017
Annual/Interval Review Date June 26, 2019

Thank you for your communications received November 21, 2018 regarding the above named
study.

The submission has been reviewed and the Unity Health Toronto Research Ethics Board (REB)
hereby issues approval for:

Protocol - ver: 9; 19-Dec-2018

Interview Consent Form - ver: 5; 15-Jan-2019
Photography Consent Form - ver: 2; 15-Jan-2019
Photovoice Consent Form - ver: 4; 22-Jan-2019
Appendix 17: Recruitment Poster - ver: 3; 07-Jan-2019

orOO =

Furthermore, the following documents have been received and are acknowledged:

Interview Guide - ver: 2; 20-Nov-2018

Sociodemographic Survey (received 19-Dec-2018)

Photovoice Fact Sheet - ver: 2; 18-Dec-2018

Photovoice Session 1 - ver: 2; 18-Dec-2018

Photovoice Session 2 - ver: 1; 26-Oct-2018

Photovoice Session 3 - ver: 1; 26-Oct-2018

Photo Method Worksheet - ver: 2; 15-Jan-2019

Change in Study Personnel - Adding Dr. Janet Parsons as co-facilitator (received 27-Nov-
2018)

ONOOAWN =

Please note that no member of the REB associated with this submission was involved in its
deliberation, review or approval.

During the course of this investigation, any significant deviations from the approved protocol and/or
unanticipated developments or significant adverse events should immediately be brought to the
attention of the REB. Furthermore, it should be acknowledged that shared electronic health
systems such as ConnectingOntario, PRO, RM&R, OLIS, HDIRS, eCHN, DPV, and IAR do _not
permit access for research purposes.

For studies which are registered on a publicly available Clinical Trials registry (e.g.
ClinicalTrials.gov), please ensure the record is updated to accurately reflect the status of the study.

The REB operates in compliance with the Tri-Council Policy Statement Ethical Conduct for
Research Involving Humans, the Ontario Personal Health Information Protection Act, 2004, and

| Template V.2 Page 1 of 2
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ICH Good Clinical Practice Consolidated Guideline E6, Health Canada Part C Division 5 of the
Food and Drug Regulations, Part 4 of the Natural Health Product Regulations, and the Medical
Devices regulations. Furthermore, all investigational drug trials at Unity Health Toronto are
conducted by Qualified Investigators (as defined in the latter document).

With best wishes

| Template V.2 Page 2 of 2
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YORK

UNIVERSITE
UNIVERSITY

OFFICE OF
RESEARCH
ETHICS (ORE)

Certificate #: STU 2019-010

Approval Period:  02/13/19-02/13/20

ETHICS APPROVAL

To: Ambreen Sayani

From: Alison M. Collins-Mrakas, Sr. Manager and Policy Advisor, Research Ethics
(on behalf of Denise Henriques, Chair, Human Participants Review Committee)

Date: Wednesday February 13, 2019

Title: Applying Friere's Problem-Posting Pedagogy Through Photovoice to
Critically Explore Barriers to Lung Cancer Screening in Ontario, Canada

Risk Level: X Minimal Risk [J More than Minimal Risk

Level of Review: [X] Delegated Review [ Full Committee Review

| am writing to inform you that this research project, “Applying Friere's Problem-Posting
Pedagogy Through Photovoice to Critically Explore Barriers to Lung Cancer Screening
in Ontario, Canada” has received ethics review and approval by the Human Participants
Review Sub-Committee, York University's Ethics Review Board and conforms to the
standards of the Canadian Tri-Council Research Ethics guidelines.

Note that approval is granted for one year. Ongoing research — research that extends
beyond one year — must be renewed prior to the expiry date.

Any changes to the approved protocol must be reviewed and approved through the
amendment process by submission of an amendment application to the HPRC prior to its
implementation.

Any adverse or unanticipated events in the research should be reported to the Office of
Research ethics (ore@yorku.ca) as soon as possible.

For further information on researcher responsibilities as it pertains to this approved research
ethics protocol, please refer to the attached document, “RESEARCH ETHICS:
PROCEDURES to ENSURE ONGOING COMPLIANCE”.

Should you have any questions, please feel free to contact me at: 416-736-5914 or via email

at: acollins@yorku.ca.

Yours sincerely,
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